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ABSTRACT 
 
A Music Therapy Model for Resiliency Development in Informal Hospice Caregivers 
during Pre-Bereavement: A Grounded Theory Study 
Noah Potvin, MMT, LPC, MT-BC 
Joke Bradt, Ph.D., MT-BC 
 
 
 
 
 This study was an exploratory inquiry into the role of music therapy for pre-
bereaved informal hospice caregivers. Pre-bereavement has been an area of increased 
scholarly and clinical focus across multiple healthcare fields over the past decade, and a 
nascent area of interest in music therapy. The purpose of this study was to expand the 
existing knowledge base of what pre-bereavement needs are present for informal hospice 
caregivers, which of those needs were addressed in music, and the process by which 
music therapy addressed those needs. A constructivist grounded theory approach using 
situational analysis was used to establish an emergent, developing theoretical model 
about how music therapy can be most effective and meaningful for pre-bereaved 
caregivers. Fourteen currently bereaved informal caregivers who experienced joint music 
therapy sessions with the care recipient were interviewed about their pre-bereavement 
needs, which of those were addressed by music therapy, and how music therapy assisted 
in those areas of need. Analysis of this data resulted in a model of pre-bereavement 
resiliency development in informal hospice caregivers. Caregivers are at risk of losing 
touch with the meaning attached to their pre-illness relationship with the care recipient 
(e.g., spouse, parent or child), and music therapy is able to facilitate a clinical process 
whereby caregivers are able to reconnect with being spouse, parent or child. Once this 
xii 
 
connection is established, caregivers experience increased resilience in the face of daily 
caregiver responsibilities and challenges.  
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CHAPTER 1: INTRODUCTION 
 
1.1 Statement of Purpose 
 
This study was an exploration of the experiences of pre-bereaved informal 
hospice caregivers in joint music therapy sessions with the care recipients. Particular 
focus was placed on what pre-bereavement needs were addressed by music therapy and 
how. This study aimed to (a) illustrate and enhance understanding of informal hospice 
caregivers needs during pre-bereavement, (b) examine how joint music therapy sessions 
with care recipients may impact caregivers’ pre-bereavement experiences, (c) develop a 
clinical model that can serve as bases for the development of a research trajectory and 
clinical practice in music therapy during pre-bereavement, and (d) contribute to a 
growing body of scholarly rationale for music therapy as a core and integral service in 
end-of-life care. 
1.2 Statement of Problem 
 
The primary research problem this study addressed was music therapy’s 
underdeveloped understanding of hospice caregivers’ pre-bereavement experiences and 
how music therapy may have impacted those pre-bereavement experiences. A substantive 
knowledge base about the unique needs of pre-bereaved caregivers was needed, as was a 
nascent understanding of the music therapy processes those caregivers found most 
effective. 
1.3 Statement of Rationale 
 
Across multiple healthcare fields there has been an increased focus over the past 
decade on caregiver pre-bereavement. Over that same time period, there has been an 
increase in music therapy research in end-of-life but with limited focus on pre-
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bereavement. The music therapy literature has indicated the potential for music therapy to 
be a core and integral service in hospice care, and an expansion of music therapy research 
into the area of pre-bereavement can help situate music therapy as a core and integral 
hospice service. The goal of this study was to contribute a deeper understanding of how 
music therapy can play an important role in the holistic care of caregivers, and contribute 
to rationale for future studies in this clinical area. 
1.4 Brief Review of the Literature 
 
 From 2000 to 2010 there was a 30% increase in adults ages 85 and over, a trend 
expected to continue as the baby boomer generation retires and lives longer than previous 
generations (Department of Health & Human Services, 2010). This growth in the older 
adult demographic, coupled with the typical health risks for young and middle-aged 
adults, has begun to inevitably yield higher rates of adults in need of increased care 
ranging from activities of daily living such as bathing and dressing to intensive medical, 
psychosocial, and emotional care, and at increased risk of serious illnesses, such as 
cancer, and progressive diseases, such as dementia and Parkinson’s Disease. In turn, there 
will be a growing influx of informal caregivers, defined as caregivers who do not receive 
financial compensation for services rendered. As many as 70% of them are projected to 
be primary caregivers in the home setting (Gonzalez, Polansky, Lippa, Walker, & Feng, 
2011). This demographic is typically comprised of family and friends who are drafted 
into service when their loved one is unable to meet basic needs. 
Integral to this comprehensive approach is pre-bereavement, the time period 
during the disease process that caregivers and care recipients have to prepare each other 
for the latter’s eventual death (Chentsova-Dutton et al., 2002). While not a universal 
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construct and alternately referred to in the literature as “anticipatory grief” and “preloss” 
suggesting philosophical differences across the terminology, pre-bereavement will be 
used here because it most accurately captures the distinct, preparatory stage that 
caregivers experience prior to the care recipient’s death. This perspective establishes a 
continuum of process from an unfixed starting point (e.g., diagnosis, end-of-life 
prognosis, certain level of decline, etc.) through death into bereavement (Chentsova et al., 
2002; Reid, Field, Payne, & Relf, 2006), and can be understood as “the intentional 
creation of opportunities with patients with life-threatening conditions and/or their 
families or close friends…which may enable the mourners’ improved bereaved 
experiences if the patient dies” (O’Callaghan, 2013, p. 78).   
The increased health risks that caregivers of individuals at the end of life 
experience, such as increased stress and anger, increased rates of depression, and 
depressed immune system functioning, have become clearer, as has the impact of this 
compromised wellness on the care recipient (Schulz & Sherwood, 2008; Vitaliano, 
Zhang, & Scanlan, 2003). Studies examining adult pre-bereavement processes, however, 
have not yet firmly established direct causal relationships between caregiver wellbeing 
and their loved one’s disease process, including prognosis, diagnosis, and immediacy of 
death (Vitaliano et al., 2003). Instead, research has indicated a complex matrix of 
psychosocial (e.g., social support), physical (e.g., independent caregiver functioning), and 
medical (e.g., peacefulness of death) factors that ultimately determine the wellness of the 
caregiver (Demirtepe-Saygili & Bozo, 2011; Schulz & Sherwood, 2008; Tang, Tang, & 
Kao, 2009).  
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Over the past 15 years, there has been a clinical and scholarly movement away 
from traditional, long held theories about grief-as-pathology (e.g., Bowlby, 1983; Engle, 
1961) towards more nuanced and layered understandings of pre-bereavement and 
bereavement experiences. Two research trajectories have taken shape in the wake of this 
shift: (1) a focus on caregiver resiliency and (2) the pre-bereavement caregiving contexts 
that moderate or mediate bereavement experiences. Resiliency (e.g., Bonanno et al, 2002; 
Bonanno, Wortman, & Nesse, 2004) has been found to be an inborn trait that the majority 
of caregivers successfully access to move through pre-bereavement into bereavement in a 
healthy manner. Social support (Demirtepe-Saygili & Bozo, 2011; Skalla, Lavoie Smith, 
Li, & Gates, 2013), religious coping (Heo, 2014; Herrera et al., 2009), spousal versus 
non-spousal care relationships (Doorenbos et al., 2007; Reinhard, Levine, & Samis, 
2014), and the nature of the care recipient’s illness and caregivers’ interactions with that 
illness experience (Penrod, Hupcey, Baney, & Loeb, 2011) have been found to affect 
caregiver pre-bereavement and bereavement wellness.  
In response to the increased awareness and knowledge of the nuanced pre-
bereavement needs of caregivers, various models of psychosocial intervention in 
psychology, social work, and nursing have been developed and researched to assist 
caregivers move through the pre-bereavement process into a meaningful period of 
bereavement (Sörensen & Conwell, 2011; Sorrell, 2014). Indeed, while creating great 
strain across multiple dimensions of wellness, caregiver burden, if managed well with 
successful resolution, can provide opportunity to develop functional skills and a 
foundation of wellness that can optimize wellness through pre-bereavement into 
bereavement (Sorrell, 2005). Several systematic reviews and meta-analysis of studies 
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designing and implementing interventions (Badr & Krebs, 2013; Griffin et al., 2014; 
Harding & Higginson, 2003) highlighted the issue of sampling heterogeneity across the 
literature and the need for more targeted and specific subsects of caregiver (e.g., home-
based, gender, type of relationship, etc.) to be used in future research. Recent studies 
have been more specific in their inclusion criteria and have focused on more concrete 
interventions (Robinson et al, 2012; Stajduhar, Funk, & Outcalt, 2013; Wang & Chien, 
2011). 
Over the past decade there has been increased research exploring the effects of 
music therapy on informal caregivers of adults during pre-bereavement, but for only a 
handful has that phase of the end-of-life process been the identified context of the study. 
Instead, researchers have largely framed caregivers by the diagnosis of the care recipient, 
e.g. Alzheimer’s disease (Clair, 2002); the intervention being applied, e.g. caregiver-
directed music experiences with care recipients (Baker, Grocke, & Pachana, 2012); and 
by the treatment goal, e.g. relationship completion (Clements-Cortes, 2011). Findings 
have indicated that music therapy contributes to improved mood, improved 
caregiver/care recipient interactions, and increased feelings of closure. Because this 
research was principally framed as research on caregiving rather than pre-bereaved 
caregiving, the conclusions and recommendations from the pre-bereavement literature 
were not incorporated. This in turn limits our understanding of the pre-bereavement 
experience in music therapy. 
At the time of this writing there have been three music therapy studies in the 
literature explicitly exploring informal caregiver pre-bereavement (Magill, 2009; 
O’Callaghan, Hudson, McDermott, & Zalcberg, 2011; O’Callaghan, McDermott, 
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Hudson, & Zalcberg, 2013). The findings across these studies highlighted the 
multifaceted role of music in addressing the complex constellation of intrapersonal and 
interpersonal needs of pre-bereaved caregivers. Whether music was used to identify and 
move through emotional experiences, establish and strengthen interpersonal connectivity 
to the care recipient before and after death, develop meaning from reflection and 
engagement with relived memories, or establishing a strong foundation for healthy 
bereavement, music was malleable to a number of challenges confronted by caregivers 
during pre-bereavement. Additionally, the nature and quality of caregivers’ relationships 
with music may be a separate factor than caregivers’ uses and applications of music for 
both themselves and care recipients (O’Callaghan et al, 2013). These individualized 
creative ecologies caregivers engage during pre-bereavement appear to generate a 
meaning-making process that provides a safe vehicle for moving through the dying 
process into bereavement. 
1.5 Gap in the Literature 
 
There were three identified gaps in knowledge. First, there is a limited 
understanding of home-based informal hospice caregivers’ pre-bereavement process in 
music therapy. These limitations are in part because all present data in the music therapy 
literature pertaining to pre-bereavement is retrospective (i.e., collected during 
bereavement) rather than prospective (i.e., collected during pre-bereavement while 
receiving music therapy), potentially skewing the available knowledge regarding the 
nature of pre-bereavement experiences and how music therapy impacts them. An 
important step for future studies will be to obtain this prospective data. However, in order 
for such studies to be effective a clearer understanding was needed of what pre-
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bereavement needs caregivers have, and which of those needs can be met via music 
therapy.  
Second, music therapy experiences and interventions have not been 
comprehensively articulated, nor have the experiences of caregivers in music therapy 
while currently receiving music therapy services. The available studies that have explored 
music therapy during pre-bereavement have not described the music therapy process in 
detail explicating the theoretical orientation(s), music experience(s), and clinical 
approach(es) employed. This limits the utility and application of the findings since 
clinicians are not provided the requisite information to inform their practice.   
Third, there is limited methodology available to explore and articulate pre-
bereaved caregivers’ experiences in music therapy in a manner that emphasizes the music 
process and the experience of that music process. As an extension of the first recognized 
gap, research methodology explicitly designed and detailed to explore pre-bereavement 
experiences during the pre-bereavement period has not been developed to date. While 
this study will not be collecting prospective data, methodological recommendations based 
on the findings will be made. 
1.6 Limitations and Delimitations 
 
1.6.1 Limitations 
 Pre-bereaved caregivers are eclectically defined in this study, recruited and 
organized based on their relationship to the care recipient (spousal or non-spousal), their 
age (older than 65 or younger than 65), and their length of time as a caregiver (longer 
than 5 years or shorter than 5 years). While this maximum variation sampling provides a 
more diverse picture in a small n study where random sampling is not possible, it limits 
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the relevance of findings in the study of more specific groups of caregivers. The 
subjective interpretations of the researcher limited the transferability of the findings as 
well. Participants were limited to those who felt positively enough about music therapy to 
participate in the study. Participants were also limited to caregivers experiencing a 
healthy grieving process that allowed in-depth discussions without risk to emotional 
wellness. This limited the scope of the study by not having the opportunity to interview 
caregivers who felt unsatisfied with music therapy and/or were experiencing complicated 
grief.  
1.6.2. Delimitations 
This exploratory study used a smaller sample size than is customary in grounded 
theory designs; this negatively affected meeting data saturation standards. Additionally, 
the music therapists at both research sites were utilized for initial recruitment as opposed 
to the researcher. The decision to use professionals with whom caregivers had a pre-
existing relationship was made in order to ensure that caregivers, a group consisting of 
potentially older, emotionally stressed adults, can trust that hospice bereavement services 
will not be contingent upon agreeing or declining participation, though this also increased 
the risk that a feature of the study may have been misrepresented during recruitment. This 
study collected retrospective data from interviews with caregivers, which provided a 
skewed perspective on the lived experience of pre-bereavement and music therapy. For 
example, many participants struggled to remember the finer details of the music therapy 
process, and instead remembered peak experiences and the overall experience. Finally, 
the epistemological stance of the researcher emphasized experiential and holistic 
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perspectives of the therapeutic process over more cognitive, behavioral, or biomedical 
responses. 
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CHAPTER 2: LITERATURE REVIEW 
 
            This review of the literature will develop and argue a rationale for studying music 
therapy as an integral service for pre-bereaved informal caregivers of hospice patients. 
This argument will be structured by examining the broad content areas of music therapy, 
hospice, and caregiver pre-bereavement followed by an integration of the three to identify 
gaps, develop rationale, and frame research questions. First, music therapy will be 
broadly introduced and philosophically situated for this study. Hospice will be similarly 
introduced to provide the proper context for the examined clinical setting, and music 
therapy’s role in this setting will be explored. Second, the concept of informal hospice 
caregiving will be defined and their experiences caring for the care recipients’ will be 
framed by historical and contemporary theoretical perspectives. Third, music therapy’s 
work with informal caregivers during pre-bereavement will be explored followed by a 
discussion of potential avenues for future inquiry.  
            It is my intention to demonstrate that (a) music therapy is a relational and creative 
process of actualizing wellness, (b) music therapy is a core and integral hospice service 
deserving of research that frames it from this perspective as core and integral, (c) pre-
bereaved informal caregivers is a growing clinical population deserving of increased 
attention by the music therapy field, and (d) music therapy is well positioned to actualize 
wellness for pre-bereaved informal caregivers.  
2.1 Introduction to Music Therapy and Hospice 
 
 Music therapy is a diverse practice that has been resistant to any universal 
definition that can fully encompass its full breadth. Similarly, hospice is a philosophy of 
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care that is culturally situated depending on the healthcare practices and economic 
realities. As such, each will be contextualized as understood and utilized in this study.  
2.1.1 Theoretical Perspectives in Music Therapy 
Over the years many definitions of music therapy have been authored, each 
attempting to capture the core essence of music therapy philosophy and practice. There 
are significant difficulties in such an endeavor, including the translating of a nonverbal 
process into a verbal expression, the reduction of a diverse professional practice into a 
statement reflective of all, and the logical fallacy of attempting to capture the whole of an 
entire field in one or two succinct sentences. Given this, no such attempt to neatly define 
music therapy for all clinicians, patients, and settings will be made here, but a definition 
will be formulated that is bounded and contextualized to this present study. At its most 
fundamental construction, music therapy is the dynamic practice of pursuing health 
through active engagement with an intersubjective space principally comprised by the 
therapeutic relationship and co-constructed music experiences by the patient(s) and music 
therapist. The nature of these musical and therapeutic engagements and the essence of the 
music experiences are the two critical areas that frame the diversity of music therapy 
philosophy and practice.  
Intersubjective engagement in music therapy is triadic (Salmon, 2001) (client <-> 
therapist, client <-> music, therapist <-> music). While this dynamic is altered within 
group settings, the group itself can be conceived of as an individual entity working 
towards a shared, common goal. The music therapist’s epistemological stance mediates, 
within the therapeutic process, how the clinical interactions among these elements 
manifest, the emphasis placed on each, and the role of the patient in co-constructing with 
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the therapist the therapeutic process. For instance, in biomedical (Taylor, 2010) and 
neurologically (Thaut, 2005) grounded practices, the therapeutic relationship is a largely 
unidirectional construction that assigns expertise and primacy to the therapist; client 
preference is acknowledged and addressed, but the therapist retains ultimate decision-
making power in assessment and treatment planning. In contrast, music-centered (Aigen, 
2005), relational (Abrams, 2012), and dialogical (Garred, 2006) approaches construct a 
more reciprocal and egalitarian relationship that allows for the negotiation of roles 
between therapist and client. Here, a client’s personal relationship with music is not only 
acknowledged but integrated into the assessment and treatment planning process. Such 
approaches assign an expertise to clients, one that positions them as best situated for 
understanding the true essence of themselves, their experiences, and their music 
relationships. The client partners with the music therapist, who is situated as the expert on 
working with rich intersubjective experiences manifesting in music, as a joint expert in 
the pursuit of improved wellness.   
The client’s relationship with music is central to music therapy. How that 
relationship is conceived and utilized in the clinical process is a defining attribute of 
theory and practice. Taylor (2010) and Thaut (2005) conceptualized this relationship as 
primarily a neurophysiological response that evokes emotions, behaviors, and physical 
responses in a stimulus/effect construct that may be mediated by music preferences or 
relationships. In contrast, Aigen (2005), Abrams (2012), and Garred (2006) conceived 
music as a shared, co-constructed aesthetic unable to exist without a collaborative 
process, thus asserting the client’s creative being and expression as central to the 
therapeutic process. Ansdell (2004), Ruud (1998), and Stige (2002) provided an 
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additional dimension by situating music as a sociocultural phenomenon. This perspective 
understands music as an individual aesthetic expression that frequently manifests in their 
environment, or field, through collective rituals and traditions promoting individual and 
collective transformation. As such, the client’s relating to music will be localized to the 
presenting contexts (e.g., cultural, environmental, temporal, etc.) and understood by the 
therapist as an expression and representation of those contexts. 
What constitutes a music experience is consistent with these intersubjective and 
situated dynamics, and Aigen’s (2005) application of the concepts of medium and means 
is helpful in making these distinctions. “A medium is an experience sought for what is 
inherent in it; a mere means is a tool to an external end” (Aigen, p. 57). So are music 
experiences unto themselves enough to achieve wellness, or are they conduits for 
achieving a nonmusical wellness? Music making has increasingly been understood as 
more than the mere act of sound production (Abrams, 2011), and, for many, has come to 
be conceptualized as musicking (Aigen, 2005; Pavlicevic, 2010; Small, 1998; Stige, 
2002). Musicking (or musicing as it is alternatively spelled) “directs the attention toward 
the performative rather than the structural aspect of music” and “emphasizes the social 
practice of doing music” (Aigen, p. 17).  
As such, musicking is not simply a means for creating a pleasing aesthetic 
experience; it is a medium for actualizing wellness from an individualized stance that is 
unique from person to person. Music therapy, by extension, is a healthcare practice 
founded on this medium. Various theories position the medium from localized 
perspectives, such as relational (Abrams, 2012), cultural (Stige), and dialogical (Garred, 
2006).  
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 In contrast, neurological and biomedical theories of music therapy stress music as 
a means, asserting the brain and body’s primacy in dictating the functioning of the 
individual. The music stimulus triggers neural pathways and behavioral patterns meant to 
induce any number of physiological, cognitive, behavioral, and affective responses that 
can be targeted for modification. These modifications are often framed as strengthening, 
extinguishing, or adjusting the response to meet extramusical goals. Here, music is not 
the goal – it is a means for accomplishing nonmusical goals that manifest in predictable 
but non-prescriptive response to the introduction of the music stimulus.  
In this study, music therapy is understood as an interactive, creative, and 
individualized process of actualizing wellness using music as the medium and musicking 
as the purposeful action to enable that transformation. This definition is a reflection of 
my existentialist and Gestalt framework (which is explained in greater detail in Chapter 
3), and has been shaped over my years working with pre-bereaved caregivers. It was 
crafted in order to accommodate the intense expressive needs of caregivers, the similarly 
intense interpersonal relating they share with care recipients, and the inherent ability of 
music to accommodate and shape these dynamics. Two elements of this definition will be 
provided an expanded explanation: wellness and music.  
Wellness is a “higher order construct” that “draws on the level of individual self-
perception” (Schuster, Dobson, Jauregui, & Blanks, 2004, p. 351). This assigns agency to 
the individual to determine their own baseline emotional, physical, and spiritual 
functioning and, by extension, similar agency in pursuing the optimization of these ways 
of being. Wellness’ actualization indicates that the primary therapeutic outcomes is the 
therapeutic process itself. This framing of wellness is in contrast to the illness ideology 
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which is the dominant perspective in healthcare in the United States. Illness ideology 
focuses on “disorder, dysfunction, and disease” by focusing on “dichotomies between 
normal and abnormal behaviors”, and ultimately relegating individuals to the “passive 
reception of an expert’s care” (Maddux, 2008, pp. 56-57). This passivity disempowers 
individuals from being collaborators or partners with professionals in the pursuit of 
improved health, and is not congruent with an understanding of music therapy as a 
process promoting subjective conceptualizations and realizations of health. 
In the aforementioned definition of music therapy to be used in this study, music 
is understood as any purposeful sound, rhythm, or active silence (Abrams, 2011) crafted 
by the individual with the intent to express, communicate, or connect with a person, 
thought, or emotion. As a culturally situated (Stige, 2002) and co-constructed 
phenomenon (Abrams, 2012), music and its performance are interpreted and understood 
in proper intersubjective contexts (time, setting, significant therapeutic circumstances, 
etc.). Clients neither receive music nor are treated by it. Rather, they engage with the 
music-making making process in collaboration with the music therapist who, in turn, 
ensures a supportive process that gently challenges within the safe confines of the 
therapeutic relationship. To be musical is to engage in a practice of wellness that asserts 
foundational human needs to express and be heard by others, to develop a sense of self 
and identity in relation to the surrounding environment, and to engage in activities that 
construct and organize meaning. 
2.1.2 Overview of Hospice Care 
Hospice care in the United States is the enactment of comfort measures for 
individuals with a prognosis of six months or less to live. This is contrast to palliative 
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care, which focuses on non-curative comfort measures but not necessarily at the end of 
life. With roots dating as far back to the 11th century, contemporary hospice practice is 
credited to Cicely Saunders upon her founding of St. Christopher’s Hospice in London, 
England in 1967. It was not until 1982, however, following the United States Congress’ 
approval of the Medicare hospice benefit that hospice care became deeply entrenched in 
American healthcare. The 1990s oversaw many modifications to this benefit in the 
interest of streamlining care, increasing reimbursement rates, educating the community, 
and expanding coverage (History of hospice care, n.d.). Adjustments to the hospice 
model continue to be made, particularly as the Affordable Care Act is enacted across the 
healthcare system. 
 Hospice care is provided to individuals suffering from all manners of chronic 
progressive illnesses, and as such is diverse in the array of services that it provides to 
ensure optimal physical, emotional, and spiritual comfort (Resnick, 2012). It is a 
malleable quality of care in regards to both the type of care and the setting in which that 
care is provided. While the ultimate goal is comfort at the end of life, there are numerous 
ways to define that comfort and to actualize it. For instance, one patient may have a 
baseline pain of 3/10 which is largely manageable in completing day-to-day tasks and 
requires only as-needed (PRN) medications. For another, their baseline pain may also be 
3/10 but it directly interferes with their ability to complete activities of daily living 
(ADLs) or socially engage, and a more rigorous medication regimen is necessary. For yet 
another, 3/10 is breakthrough pain that occurs at least once a day, requiring a careful 
vigilance on the part of the hospice treatment team and the patient’s caregivers. These 
case examples may manifest in any number of living arrangements: private residence 
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(41.6%), nursing home (18.3%), assisted living (6.6%), hospice house or inpatient unit 
(26.1%), or acute care hospital (7.4%) (NHPCO’s Fact and Figures: Hospice Care in 
America, 2013).  
In the United States, under Medicare’s Conditions of Participation (2008), 
individuals are eligible for hospice care if two physicians certify a prognosis of 6 months 
or less. Once signed on for services, patients must be recertified by the hospice in order to 
continue receiving the Medicare benefit. Two initial 90-day certification periods are 
followed by continuous 60-day certification periods until the patient dies, revokes, or 
graduates from service. Recertification is ultimately the decision of the hospice medical 
director, but it is a decision highly informed by the clinical assessments of the 
multidisciplinary treatment team. The treatment team, in accordance with the conditions 
of participation outlined by the hospice Medicare benefit, is comprised of a registered 
nurse, certified nursing assistant, physician, social worker, and spiritual counselor (often 
a trained and certified chaplain). Visit frequencies for each of these disciplines varies 
according to multiple factors including client needs, acute symptomatology, and the 
treatment team’s formalized goals and objectives. 
It is important to note that hospice care, rather than being a physical place or 
healthcare intervention, is a philosophy that aims to “maintain or enhance quality of life 
and relieve suffering throughout the trajectory of disease, from diagnosis to the period of 
bereavement for the family” (Portenoy, 2005, xii). Under the auspices of this philosophy, 
individuals are empowered to optimize their quality of life so that their last days can be 
among their most meaningful.  
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Quality of life is a broad term that encompasses a diverse collection of emotional, 
spiritual, social, cultural, and physical needs (Hilliard, 2003), and while the specifics of 
an improved quality of life varies from person to person, at the end of life it often 
involves maximizing one’s remaining time by exploring avenues for resolution and 
closure. Some avenues by which this can be accomplished may be by meaningfully 
engaging with loved ones (Clements-Cortes, 2011) and completing unresolved tasks 
(Sohier, 1993). This is an alternative to pursuing physically and mentally taxing 
aggressive treatments, such as surgery and chemotherapy, that may do more harm than 
good in the final stage of life (Näppä, Lindqvst, Rasmussen, & Axelsson, 2011). As a 
result, hospice care often involves a scaling back or modification of medical treatment; 
this has inadvertently perpetuated the stigma that end-of-life care entails minimal to no 
medical interventions, limited professional oversight, and an enforced mentality of 
“giving up” and “waiting to die”. In fact, hospices provide “a team-oriented approach to 
expert medical care, pain management, and emotional and spiritual support expressly 
tailored to the patient's needs and wishes” (Hospice care, n.d., Para 1).   
2.2 Music Therapy’s Role in Hospice 
 
At this time, music therapy is not a required service under Medicare’s Conditions 
of Participation for hospices. Those hospices that do employ music therapists often 
characterize music therapy as a “complementary” or “alternative” service. This is in 
contrast to other supportive care services such as social work and chaplaincy, which are 
characterized as “core” or “integral” – this suggests that music therapy focuses on 
secondary or less important goals that are achieved through less effective means.  
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In one U.S. Department of Health and Human services study about 
complementary and alternative therapies in hospice (Bercovitz, Sengupta, Jones, & 
Harris-Kojetin, 2011), music therapy was included in this category alongside such 
services as pet therapy, aromatherapy, and therapeutic touch. This is problematic 
because, without detracting from the positive contributions of these services, music 
therapy is uniquely positioned as (a) a nationally board certified professional healthcare 
field requiring a completion of core curriculum and educational qualifications, a 
significant number of hours of supervised work, and continuing education credits for 
certification, (b) a research-based practice with a body of peer-reviewed literature 
contributing to both music therapy and closely related fields such as psychology, 
medicine, and human development, and (c) a dynamic and contextually-situated practice 
of human relating involving assessment, treatment planning, and continuous 
reassessment.  
Confusion with music therapy as being closely related to these other services 
threatens to overshadow these important features and distort public and professional 
perceptions. Due to this characterization, music therapists have faced an uphill battle in 
establishing a foothold in this healthcare sector. Daily Medicare reimbursement per 
patient is flat regardless of patients’ needs with regards to supplies, manpower, and time, 
limiting a hospice’s revenue stream and making profits reliant on smart financial 
planning and business operations. This economic reality coupled with music therapy’s 
status as a non-required service, music therapists are burdened with proving their value 
rather than being hired on good faith.  
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Over the past decade, the field has appeared to rise to that challenge. There has 
been an increase in music therapy and hospice publications (Anderson, 2011), in addition 
to one of the largest nationwide hospice providers mandating the hire of at least one 
music therapist at each branch. This increase in employment has appeared to create a 
ripple effect wherein other hospices, noticing the clinical and marketing advantages their 
competition has garnered from music therapy, feel compelled to invest in music therapy 
to ensure quality of care and market share.  
The type of research conducted over this period, more specifically research into 
the role of music therapy in hospice and related areas of healthcare, is indicative of this 
growth. Schmid and Ostermann (2010), observing an increased demand for outpatient 
services in long-term and older adult care, analyzed the available literature to explore 
music therapy’s potential role in home-based care based. The authors concluded that, 
while more music therapy research focusing on home-based care was needed, there are 
significant clinical, economic, and pragmatic potentials for music therapy’s role in that 
setting. This carries particular weight given the stark majority of hospice patients who 
reside at home as opposed to a facility.  
While other studies have explored the historical development of music therapy in 
end-of-life care (Hogan & Cockayne, 2003), drawn comparisons between music therapy 
and other hospice services (Hilliard, 2005), and studied music therapists’ role as a source 
of support for other team members (Hilliard, 2006), O’Kelly and Koffman (2007) have 
offered the most comprehensive look at how music therapy has been integrated into the 
hospice environment. Twenty interviews were conducted with treatment team members 
of other disciplines, including nursing, medicine, occupational therapy, art therapy, social 
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work, and chaplaincy, at hospices in the United Kingdom. While the United Kingdom 
lays claim to its own brand of healthcare, the socialized nature of American hospice care 
means American and British music therapists face similar challenges of establishing 
relevancy and earning job security in hospice. This study found that, among the 
interviewed members of the multidisciplinary treatment team, there was an awareness 
and appreciation of music therapy’s efficacy and role in improving holistic wellness 
along emotional, physical, social, environmental, spiritual, and creative domains. In spite 
of this awareness, however, team members, particularly nurses, were found to struggle to 
articulate the role of the music therapist and the nature of the work.  
This disconnect between knowing what music therapy does and articulating that 
knowledge touches upon a fundamental problem music therapists confront in efforts to be 
recognized as a core service rather than “alternative” and “complementary”: providing an 
integral service distinct and unique from closely related fields while retaining a language 
capable of unequivocally and communicating that service. Horne-Thompson, Daveson, 
and Hogan’s (2007) examination of hospice music therapy referrals in Australia lends 
further insight into this dilemma. The authors found that referrals were largely in 
response to progressions in disease symptomology following declines in function and 
overall health. When most commonly referred as a follow-up to biomedical symptom 
management interventions, music therapy becomes an “alternative”, limiting the 
expressive, spiritual, and family-centered components of care the field is capable of 
addressing (Krout, 2003; Lindenfelser et al., 2008; Magill, 2009; West, 1994; 
Wlodarczyk, 2007).  
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Furthermore, by initiating services when clients are in active decline with 
decreased ability to express needs, provide feedback, direct the therapeutic process, and 
engage in resolution/closure, the potential breadth and depth of music therapy is 
restricted. Research has indicated that music therapy’s benefits are not isolated to 
individual sessions, but rather build on previous sessions (Hilliard, 2003). This positions 
music therapy as a longer-term therapeutic process. Whether this marginalization of 
music therapy is due to misunderstandings on the part of other healthcare professionals, 
the education of these professionals by music therapists, insufficient research or some 
combination of the three, the fact remains that music therapy is not being 
comprehensively utilized to improve clients’ quality of living and dying at the end of life. 
This is not to suggest that music therapy does not have a role in symptom management at 
the end-of-life, as the current literature indicates music therapy’s effectiveness in 
managing pain (Curtis, 2011; Curtis, 1986; Gutgsell et al., 2013; Krout, 2001), reducing 
anxiety (Choi, 2010; Curtis, 2011; Gallagher, Lagman, Walsh, Davis, & LeGrand, 2006; 
Horne-Thompson & Grocke, 2008; Krout, 2001), and improving mood (Curtis, 2011; 
Hanser et al., 2006; Hilliard, 2003). Rather, the question is what role should this research 
have in establishing music therapy as an indispensable hospice service?  
These studies, designed in the evidence-based practice (EBP) tradition which 
prioritizes objective and generalizable research findings, indicate that music can 
predictably elicit a tightly defined set of responses that suggest improved or managed 
physical and emotional comfort. The present day emphasis on EBP in the healthcare 
ecosystem would suggest that such findings are themselves sufficient for proving music 
therapy’s effectiveness in end-of-life settings. Abrams (2010) resisted this notion, 
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however, by arguing that EBP is a comprehensive approach integrating professional 
judgment, clinical experience, and client preference, and that “none of these components, 
in and of themselves, need to be understood solely from within any single 
epistemological domain” (p. 358). As an alternative, Abrams proposed a pluralistic 
approach to evidence that would allow for a broadening of “evidence” and a deepening of 
“practice”. Bradt (2012) and Edwards (2005) have similarly advocated for multiple types 
of knowledge to be integrated into an eclectic foundation of music therapy theory and 
practice. 
This integral approach behooves hospice music therapists looking to establish 
themselves as more than just a niche service for select clients or as an alternative to 
medical interventions. The strength of post-positivist research is in demonstrating a 
causal relationship between music and different types of physical and emotional 
functioning. However, with only rare exceptions (e.g., Gutgsell, 2013), these studies 
struggle to frame music therapy as a relational field predicated on dynamic and malleable 
creative processes, rather than static and fixed interventions. When the relational element 
of the therapeutic process is de-emphasized, there is a danger that non-music therapists in 
positions of power related to hiring and developing hospice policies may (a) understand 
the music process as linear and one-way, i.e. prescribed to address one or two identified 
problems and applied like a medication, and (b) perceive music as the primary or 
exclusive catalyst for change with the music therapist seen as secondary or unnecessary. 
Research founded on more subjective epistemologies, such as constructivism, is 
equipped to complement these concerns via deeper explorations of the intersubjective 
field inhabited by the client, therapist, and music. This focus on the relational facets of 
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music therapy directly addresses the unique rather than supplementary qualities of music 
therapy (Abrams, 2012). By exploring the development, evolution, and function of the 
relationships in music therapy the process is emphasized over the product. For example, 
Clements-Cortes (2011) identified six distinct experiences – love, loss, gratitude, 
growth/transformation, courage/strength, and goodbye – that emerged between dying 
individuals and their loves ones when interacting in joint music therapy sessions. While 
valuable, these experiences and their benefits are not exclusive to music therapy, and may 
readily be addressed by other hospice services, such as social work and chaplaincy - 
certainly any number of avenues are capable of addressing such broad global themes as 
“love” and “goodbye”. The real value of the study lies in its description of the music 
therapy process, including musical qualities and attributes, process of intervention, and 
clinical decision-making. DiMaio (2010), exploring the use of music therapy entrainment 
(MTE) with hospice clients experiencing recurring pain, offered similar value by 
emphasizing the  
empathic relationships that evolved, the role of boundaries in this technique, the 
need for flexibility within the stages of music therapy entrainment, the 
participant’s use of control during the process, musical interactions with 
nonverbal participants, [the therapist’s] observations about the participants’ 
relationship to music, and [the therapist’s] observations about how this technique 
influences the participant’s dying process. (p. 106) 
By emphasizing the manner by which these outcomes are achieved, music therapy 
is better positioned as an end-of-life service that is effective and integral while also 
distinct from other services. The problem is that these findings have yet to be consistently 
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or assertively framed in such terms. The next step appears to be taking this body of 
literature and using it to craft future studies that not only determine how music therapy 
impacts hospice patients and their loved ones but how it does so differently and uniquely 
from other services where an overlap in goals and objectives may manifest.   
2.3 Caregivers and Pre-Bereavement 
 
Before exploring how music therapy in hospice care can benefit pre-bereaved 
informal caregivers, what constitutes both “pre-bereavement” and “informal caregiving” 
will be defined, examined, and situated. Previous understandings of pre-bereavement will 
be juxtaposed to current examinations of this period of caregiving, and informal 
caregivers will be situated as a growing clinical population with significant needs.   
2.3.1 Informal Caregivers 
From 2000 to 2010 there was a 30% increase in adults ages 85 and over, a trend 
expected to continue as the baby boomer generation retires and lives longer than previous 
generations (Department of Health & Human Services, 2010). This growth in the older 
adult demographic has begun to inevitably yield higher rates of adults in need of 
increased care ranging from activities of daily living such as bathing and dressing to 
intensive medical, psychosocial, and emotional care, and at increased risk of serious 
illnesses, such as cancer, and progressive diseases, such as dementia and Parkinson’s 
Disease. In turn, there will be a growing influx of informal caregivers, defined as 
caregivers who do not receive financial compensation for services rendered, and as many 
as 70% of them are projected to be primary caregivers in the home setting (Gonzalez, 
Polansky, Lippa, Walker, & Feng, 2011). This demographic is typically comprised of 
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family and friends who are drafted into service when their loved one is unable to meet 
basic needs.  
The expectations placed upon these caregivers can be immense. The National 
Alliance for Caregiving (2009) estimated that informal caregivers spend, on average, 20 
hours a week tending to care recipients, and that 13% of them will spend more than 40 
hours a week. Rabow, Hauser, and Adams (2004) outlined five types of caregiver burden 
at play during pre-bereavement: time and logistics, physical tasks, financial costs, 
emotional burdens and mental health risks, and physical health risks. These categories 
can encompass such acts of service as assisting with tasks of daily living (e.g., bathing, 
transferring, dressing, etc.), constant vigilance for crises such as falls or respiratory 
distress, and maintenance of daily functional tasks such as paying bills and maintaining 
upkeep of the home. The resulting challenge is to develop best practices in end-of-life 
care that can encompass the full breadth of biopsychosocial-spiritual needs of this clinical 
context (Akiyama & Numata, 2010). 
Different phases of the care recipient’s treatment elicit unique needs for 
caregivers (Bernard-DuBenske et al., 2008; Given, Given, & Sherwood, 2008). Penrod 
and authors (2012) characterized those needs as a larger process of “seeking normal: in 
response to the changing care demands of advancing illness caregivers continually 
worked toward re-establishing a steady state, or a sense of pattern, amidst progressively 
changing care demands” (p. 9). Four phases emerged around this journey towards 
normal: sensing a disruption, challenging normal, building a new normal, and 
reinventing normal.  
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Sensing a disruption is the period that precedes caregiving, when there is the 
distinct feeling that the health of a loved one has significantly shifted. This triggers a 
period of information seeking that leads to the critical juncture of confirming suspicions 
wherein a diagnosis is finalized. This is where the transition to the challenging normal 
phase occurs. Here, caregivers and care recipients cognitively, emotionally, and 
pragmatically cope with this life-changing news and the uncertain journey before them. 
The primary challenge is for caregiver and care recipient to balance their old ways of 
relating with the new demands that serious illnesses and accompanying treatments 
demand. Once the disease becomes more advanced with permanent changes to the care 
recipient’s overall health and functioning, building a new normal becomes the focus. 
Caregivers in this phase become “intensely present-focused on the here and now or the 
immediate task, to maintain some sense of control in the midst of this extremely difficult 
life situation” (Penrod et al., 2012, p. 185). Completion of this phase occurs upon the care 
recipient’s death (loss of normal) and transition into reinventing normal, the initial foray 
into bereavement marked by a complex emotional process of simultaneously holding on 
and letting go. 
The three phases prior to reinventing normal when bereavement begins comprises 
pre-bereavement, the time period when caregivers and care recipients have to prepare 
each other for the latter’s eventual death, and is heavily emphasized experience in Penrod 
and authors’ (2012) comprehensive model. This focus is in line with an increased 
awareness of informal caregivers’ health risks during pre-bereavement, including 
increased stress and anger, increased rates of depression, and depressed immune system 
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functioning, in addition to the impact of this compromised wellness on the care recipient 
(Schulz & Sherwood, 2008; Vitaliano, Zhang, & Scanlan, 2003). 
2.3.2 Pre-Bereavement 
Pre-bereavement is not a universal construct and is alternately referred to in the       
literature as “anticipatory grief” and, to a greater extent, “preloss”, suggesting 
philosophical differences across the terminology that, to my knowledge, have not been 
comprehensively explored or delineated in the literature. Loss is the removal of 
something valuable from one’s life, and grief is the response to any one of those losses. 
Consequently, “preloss” may connote that there is no significant loss prior to death, and 
“anticipatory grief” may similarly suggest that no loss prior to death requires grieving. 
However, in end-of-life care, these conditions are rarely the case as multiple losses, e.g. 
cognitive functioning, ambulation, and prior familial/caregiving roles, may occur and 
subsequently be grieved (Papa, Lancaster, & Kahler, 2014).  
In contrast, bereavement is an emotional and often ritualized period specifically 
initiated by the death of a loved one. Subsequently pre-bereavement becomes a distinct, 
preparatory stage for bereavement. It establishes a continuum of process from an unfixed 
starting point (e.g., diagnosis, end-of-life prognosis, certain level of decline, etc.) through 
death into bereavement (Chentsova et al., 2002; Reid, Field, Payne, & Relf, 2006), and 
can be understood as “the intentional creation of opportunities with patients with life-
threatening conditions and/or their families or close friends…which may enable the 
mourners’ improved bereaved experiences if the patient dies” (O’Callaghan, 2013, p. 78). 
When does pre-bereavement begin, however? Is it initiated immediately following an 
official diagnosis? Does the care recipient’s illness have to reach a certain advanced 
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stage, or develop severe enough symptomatology? Or is the care recipient’s wellness not 
as important as the caregiver’s mindset, i.e. pre-bereavement begins when the caregiver 
moves into that phase?  
These are presently questions without answers as this has yet to be examined in 
the literature. For the purposes of this study, pre-bereavement will be understood as 
beginning when a care recipient begins hospice care. This clear demarcation of the 
caregiving process allows for a more focused interpretation of the available data on 
caregivers. While studies involving caregivers of progressive diseases (e.g., dementia) 
and potentially life threatening illnesses (e.g., cancer) will be explored here, it will be 
made clear when a study has specifically explored caregiving during an active period of 
decline consistent with hospice care.   
Pre-bereavement is as progressive as the diseases that necessitate its existence, 
and its function in securing healthy grieving has been increasingly explored (Penrod, 
Hupcey, Shipley, Loeb, & Baney, 2012). Throughout the process there are various 
biopsychosocial and practical losses, such as independence, social contact and support, 
financial resources, and pre-disease relating to care recipients; these resonate with one 
another to create an aggregate experience of loss even through their loved one’s death 
(Munck, Fridland, & Mårtensson, 2008; Nord, 1996). These losses place caregivers at 
risk of experiencing caregiver burden. Indeed, as the increased health risks of caregivers 
of individuals at the end of life have become clearer (Vitaliano et al., 2003), in addition to 
the recognized impacts compromised caregiver wellness has on the care recipient (Schulz 
& Sherwood, 2008), caregiver burden has been subject to increased scrutiny.  
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Caregiver burden is “the effect on physical, psychological, social, spiritual, and 
financial wellbeing”, encompassing “both objective burden…and subjective burden” 
(Sörensen, Duberstein, Gill, & Pinquart, 2006, p. 961). Objective burden is “the extent of 
disruptions or changes in various aspects of the caregivers’ life and household”, and 
subjective burden is comprised of the “emotional reactions to the caregiving experience” 
(Montgomery, Gonyea, & Hooyman, 1985, p. 20). Caregivers living with both or either 
of these burdens are at increased risk for mortality (Pinquart & Sörensen, 2003; Schulz & 
Beach, 1999), mental health problems (Pinquart & Sörensen, 2003; Sörensen et al., 
2006), poor physical health (Alexander & Klein, 2001; Schulz & Martire, 2004), 
emotional disturbances (Elliott & Shewchuk, 2002; Wolf, 1997), financial struggles 
(Andrieu et al., 2007; Skalla et al., 2013), and impaired cognitive functioning (Lee, 
Kawachi, & Grodstein, 2004; Vitaliano et al., 2009; de Vugt et al., 2006).  
Studies examining adult pre-bereavement processes have not yet definitively 
established direct causal relationships between caregiver wellbeing and their loved one’s 
disease process, including prognosis, diagnosis, and immediacy of death (Vitaliano et al., 
2003). Instead, research has indicated a complex matrix of psychosocial (e.g., social 
support), physiological (e.g., independent caregiver functioning), and medical (e.g., 
peacefulness of death) factors that ultimately determine the wellness of the caregiver 
(Demirtepe-Saygili & Bozo, 2011; Schulz & Sherwood, 2008; Tang, Tang, & Kao, 
2009).  
2.3.3 Meaning-Making during Pre-Bereavement 
Since Freud’s (1917/2007) nascent explorations of grief’s impact on emotional 
wellness in the seminal Mourning and Melancholia, the true nature of bereavement and 
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the best perspective by which to understand it has been a source of debate. Granek (2010) 
conceptualized this debate as dual discourses, one of which positions grief as an innately 
human experience and the other which positions it as a psychological construct. As a 
human experience, grief has been a present and integral facet of our existential 
functioning prior to the founding of professional mental health practices. In contrast, as a 
psychological construct grief is an experience ultimately privy to the framing and 
interpreting of mental health professionals. While certainly not the first to explore the 
overlaps between the human and psychological components of grief, Freud’s writings on 
as much were certainly the most influential moving through the 20th century (Granek, 
2010). Freud influenced a new generation of researchers and theoreticians to pathologize 
grief (Bowlby, 1983; Deutsch, 1937; Klein, 1940). This is well summarized by Engel 
(1961), who unequivocally concluded that “the experience of uncomplicated grief also 
represents a manifest and gross departure from the dynamic state considered 
representation of health and well being” (p. 20). In other words, typical grief experienced 
by most people is synonymous with being unhealthy and maladjusted. 
This narrative has been a pronounced one, and perhaps even dominant, in the 
professional landscape. However, there has been pushback against this pathologizing of 
grief as “recent studies that have directly examined the legitimacy of the grief work 
approach have not only failed to support this approach but actually suggest that it may be 
harmful for many bereaved individuals to engage in such practices” (Bonanno, 2004). 
Consequently, more nuanced explorations of bereavement have assumed different foci: 
resiliency, an inborn resource that bereaved individuals naturally employ to persist 
through their grief and find meaning, and explorations of the pre-bereavement 
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characteristics that modify or mediate bereavement experiences. This body of literature 
has departed from the aforementioned illness ideology in favor of more nuanced and 
critical examinations of the pre-bereavement/bereavement continuum.       
2.3.3.1 Resiliency. Resiliency is “the process of effectively negotiation, adapting 
to, or managing significant sources of stress or trauma” (Windle, 2011, p. 163). Founded 
upon the individual’s ability to recognize threatening stressors, assess their risk, and 
ultimately work to create a positive outcome (Masten, 2001), resiliency is a shift towards 
resource-oriented work that explores how individuals recognize, activate, and utilize their 
strengths towards achieving wellness (Windle). This is in contrast to recovery, a 
“trajectory in which normal functioning temporarily gives way to threshold or 
subthreshold psychopathology…usually for a period of at least several months, and then 
gradually returns to pre-event levels” (Bonanno, 2004, p. 20). Whereas recovery 
positions the individual as in need of an intervention to reclaim “normal functioning”, 
resiliency “move[s] away from vulnerability/deficit models to focus instead on triumphs 
in the face of adversity” (O’Leary, 1998, p. 426). 
Resiliency has been subject to broad inquiries across a number of fields and 
disciplines, such as sociology, psychology, genetics, and neurology (Windle, 2011). 
Embedded in these explorations is a nature vs. nurture inquiry questioning whether the 
ability to make meaning from difficult experiences or events is an inherent trait, a learned 
set of skills or an amplification of available resources. It appears, however, that these 
propositions may not be mutually exclusive (Southwick & Charney, 2012). Recent 
scholarship has explored the neurobiological foundations of resiliency (Feder, Nestler, & 
Charney, 2009; Russo, Murroguh, Han, Charney, & Nestler, 2012) and genetic 
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predispositions for optimal or suboptimal resilient traits (Bowes & Jaffee, 2013) at the 
same time as concepts such learned resourcefulness (Moring, Fuhrman, & Zauszniewski, 
2011; Zauszniewski, 1997) and specialized resiliency trainings (Loprinzi, Prasad, 
Schoreder, & Sood, 2011; Patterson, Woods, Cook, & Render, 2007) have been 
developed. Such pluralism indicates that resiliency is a fundamental human phenomenon 
interwoven throughout cognitive constructs, emotional and spiritual resources, and 
physiological functions.  
More specific to loss, resiliency is 
the ability of adults in otherwise normal circumstances who are exposed to an 
isolated and potentially highly disruptive event…to maintain relatively stable, 
healthy levels of psychological and physical functioning…as well as the capacity 
for generative experiences and positive emotions. (Bonanno, 2004, p. 20-21) 
This situates bereavement as a time of meaning-making and, by extension, bereaved 
individuals as empowered persons with the ability to assign value to their grief 
experiences. This perspective is a direct challenge to long-standing conceptualizations of 
bereavement as an inherently emotionally compromising condition necessitating 
professional interventions. Distortion of the grief experience may be due in part to the 
over-reliance of research methodologies on caregivers’ post hoc recollections and 
reexaminations of their pre-bereavement experiences as the primary data source 
(Bonanno et al., 2002).  
Bonanno and authors (2002) sought to rebalance this perspective of bereavement 
by collecting data several years prior to the death of the caregivers’ loved ones. Follow-
up data were collected at 6-month and 18-month post-death markers. Findings from this 
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study supported the authors’ anticipation of five dominant bereavement patterns: 
resilient, depressed-improved, common grief, chronic grief, and chronic depression. Most 
striking were the 45.9% resilient caregivers; not only were they the most represented 
group in the sample but they also experienced less depression and fewer grief symptoms 
than all other trajectories. In addition to supporting earlier research that suggested the 
presence of resiliency in caregivers (Caserta & Lund, 1992), these findings were a direct 
challenge to the belief that absent grief is evidence of an active avoidance or denial of 
underlying emotional problems (e.g., Bowlby, 1980; Worden, 2009).  
 Follow-up studies have supported the findings in this seminal work. Bonanno and 
colleagues (2004) confirmed the healthy profiles of the resilient, noting that they report 
low scores in depression and grief, excellent coping skills, and the ability to adjust to the 
profound emotional experience of loss. Bonanno, Moskowitz, Papa, and Folkman (2005) 
further corroborated these previous studies, finding that once more half the sample were 
resilient in their grieving and experienced overall healthy functioning. They also offered 
a new perspective in finding that friends of the resilient caregivers observed “a level of 
adjustment approximate to their usual (i.e., nonbereaved) level at both 4 and 18 months, 
whereas more symptomatic bereaved individuals were consistently rated as less well 
adjusted than usual” (p. 833). Resiliency appears to promote more nuanced and complex 
affective experiences during bereavement that allow for a greater quality of adjustment 
(Coifman, Bonanno, & Rafaeli, 2006).  
 Resilience also has significant impact on the positive emotions of widows and 
widowers (Ong, Fuller-Rowell, & Bonanno, 2010). Positive emotions, while overlooked 
in the past, represent an important component of the caregiving experience that allows for 
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substantive meaning making (Cohen, Colantonio, & Vernich, 2002; Fortinksy, Tennen, & 
Steffens, 2013). Bereaved spouses with less trait resilience presented with a decrease in 
positive emotion, while those with higher trait resilience presented with greater emotional 
stability. Interestingly, “widowed respondents who reported lower levels of prior spousal 
strain exhibited greater declines in positive emotion than widowed responded who had 
higher levels of strain” (p. 656). The researchers concluded that the loss of these higher 
conflict relationships actually relieved the caregivers of a chronically stressful situation, 
which in turn improved their overall quality of life. This is consistent with previous 
findings (Bodnar & Kiecolt-Glaser, 1994; Bonanno et al. 2004; Bonanno et al., 2002) and 
in direct contrast to long held assumptions that healthy care relationships should evoke 
intense emotional responses during bereavement rather than relieve them (Bowlby, 1980; 
Fraley & Shaver, 1999).  
 In addition to this expanding awareness of the prevalence and effects of caregiver 
resiliency is an understanding of what features of both person and environment contribute 
to and modify resiliency. A narrative synthesis identified three domains of factors 
influencing resilience of caregivers of individuals with dementia: social and cultural 
norms and standards, the nature of the care relationship, and psychological resources 
(Cherry et al., 2013). Similar findings have been found with caregivers of individuals 
with cancer (Giesbrecht, Wolse, Crooks, & Stajduhar, 2015) and other chronic illnesses 
(Fortinsky et al., 2013). Some of the factors, such as race, ethnicity, and personality traits, 
are immutable constants that caregivers accommodate in their response to threatening 
situations, while others are more malleable and subjective, such as perceived vs. actual 
availability of supportive services (Cherry et al.). How these various domains interact 
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with one another to create a working, actualized construct of resiliency has not yet been 
determined, however.   
 2.3.3.2 Moderating and mediating factors of pre-bereavement experiences. In 
line with these more nuanced perspectives on caregivers’ adjustment to bereavement, 
there has been increased scholarship exploring how psychosocial, cognitive, and 
emotional factors that manifest during pre-bereavement may mediate or modify caregiver 
bereavement experiences (Bonanno et al., 2002; Demirtepe-Saygili & Bozo, 2011). 
Moderating variables affect “the direction and/or strength of the relation between an 
independent or predictor variable and a dependent or criterion variable” (Baron & Kenny, 
1986, p. 1174), and mediating variables account “for the relation between the predictor 
and the criterion” (p. 1176). The emerging question, then, is what pre-bereavement 
factors impact bereavement experience and what is the nature of that impact? Answering 
this question helps create caregiver typologies that indicate how certain caregivers will 
live with grief, helping to dispel overly generalized, blanket assumptions about what it 
means to grieve and how bereavement may or may not impact the individual. 
2.3.3.2.1 Social support. Social support has consistently been found to be a 
positive contribution to the overall wellbeing of caregivers (Haley et al., 1996; Thompson 
et al., 1993; Wilks & Croom, 2008), due in part to the profound isolation that caregivers 
are prone to suffer (Tebb & Jivanjee, 2000) from both the community at large and the 
care recipient whose declines may make interpersonal connectivity difficult. Types of 
social support that have been found to be effective in reducing caregiver burden and 
improving wellness are (a) confidantes who help “alleviate caregivers’ feelings of being 
overwhelmed or trapped in the caregiving role” (Gaugler et al., 2004, p. 377) and (b) 
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professional services (i.e., support groups and counseling). This last finding is consistent 
with the conclusions drawn above that grief is not inherently pathological. The study by 
Gaugler and colleagues explored whether there was a need for professional intervention 
and what happened when that need was not met, rather than assuming that professional 
intervention was automatically required following the death of the care recipient.  
Demirtepe-Saygili and Bozo (2011) agreed that higher levels of perceived social 
support moderated caregiver psychological wellness, but found this positive impact to be 
negated when caregivers were unable to meet their own basic needs or perform their own 
activities of daily living. Just like resiliency provided a nuanced perspective of 
caregivers’ pre-bereavement processes that challenged broader previously held 
assumptions, this finding indicated that social support, despite its strong impact on 
caregivers, is not a panacea when considering pre-bereavement wellness. Indeed, 
grasping the larger context is essential to understanding both why and how social support 
aids caregivers (Cherry et al, 2013; Skalla et al., 2013), and other studies have 
corroborated the connection between the meeting of basic needs/resources and wellness 
(Dunkle et al., 2014; Francis, Worthington, Kypriotakis, & Rose, 2010). 
2.3.3.2.2 Religious coping. Spirituality and religion have also been found to 
positively contribute to the pre-bereavement experiences of caregivers. The faith and 
practice-based features of spirituality and religion have been found to moderate health 
(Rabinowitz, Hartlaub, Saenz, Thompson, & Gallagher-Thompson, 2010), increase 
positive feelings about caregiving (Picot, Debanne, Namazi, & Wykle, 1997), relieve 
caregiver burden (Spurlock, 2005), and improve mental wellbeing (Weaver & Flannelly, 
2004). In addition, the strong social component of religious worship, which includes 
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attending services, assuming roles within those services, and establishing a meaningful 
presence outside of the sphere of caregiving, has been theorized as important to 
moderating general feelings of wellness, including drawing enjoyment from life even 
when experiencing negative symptoms (Weaver & Flannelly, 2004) and levels of 
depression (Williams, Dixon, Feinn, & McCorkle, 2014). Racial differences have been 
observed in this area (Miltiades, 2002), with black caregivers having been found to 
experience higher levels of caregiving satisfaction due to their increased use of religion 
for positive coping.  
Religious coping, defined as “the sacred cognitive, emotional, behavioral, and 
relational pathway used in the search for significance under times of stress” (Pargament 
as cited in Heo, 2014, p. 370), has been found to be a powerful mediator for positive 
caregiver experiences (Gholamzadeh et al., 2014; Heo; Herrera et al., 2009; Pearce, 
Singer, & Prigerson, 2006). Pearce and authors found that increased religious coping was 
actually associated with both higher caregiver burden and increased meaning making, 
suggesting that caregivers with greater stress actively seek out a quality of religious 
support that helps them manage, but not reduce, burden. In line with this, concern has 
been raised about making sweeping generalizations about spirituality and religiosity 
across the board (e.g., increased religious coping means that lessened burdened), and 
future researchers will need to consider how to better isolate and explore specific spiritual 
and religious communities (Herrera et al., 2009).  
2.3.3.2.3 Understanding and nature of the illness. The nature of the care 
recipient’s illness, and caregivers’ interactions with that illness experience, appear to 
have an effect on pre-bereavement and bereavement. For instance, when considering the 
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trajectory of decline for individuals with dementia, their caregivers are challenged to 
continuously grieve the lost functioning that impacts communication, personality, and the 
essential nature of the care relationship. With that in mind, Penrod and colleagues (2011) 
identified three end-of-life caregiving trajectories – expected death, mixed death, and 
unexpected death – that help structure different pre-bereavement experiences. It is 
important to note that these trajectories are not based on disease trajectories but rather the 
nature of caregiver responses to those disease trajectories.   
The expected death trajectory is when the care recipient’s death can be reasonably 
prepared for and expected within a certain timeframe. Here, “care needs can be 
anticipated and services aligned for future initiation, pending the identification of a 
clinical benchmark” (Penrod et al, p. 17). This preparedness situates the caregiver in a 
more receptive state to discuss end-of-life issues and receive support from loved ones. 
This helps caregivers best position themselves for living through the care recipient’s 
process of dying and, ultimately, death. The mixed death trajectory is marked by 
fluctuations in the care recipient’s health: “families shift their priorities to accommodate 
whatever treatment, side effects, or appointment schedules are suggested” (p. 18). In this 
trajectory, treatment can vacillate from aggressive to palliative, and as caregivers 
vacillate in a parallel process they are challenged to accept declines and eventual death. 
Preparedness is still a possibility but the pathway toward it is marked by greater struggle. 
The unexpected death trajectory informal caregivers “follow the flow of illness, without 
forethought of the likelihood of significant functional decline and death” (p. 19). This 
leaves the caregiver unprepared for the ultimate outcome and at greater risk for difficult 
bereavement experiences.  
40 
 
Additional literature lends support to these phases. Consistent with the 
preparedness exhibited by caregivers on the expected death and mixed death trajectories, 
caregivers with a working knowledge of the care recipient’s disease process exhibit less 
caregiver burden (Scott, 2013). In line with these findings, caregivers with limited 
knowledge of disease process may have unrealistic expectations of care recipient 
functioning that, in turn, may hasten burnout when those expectations are unmet (Ala, 
Berck, & Popovich, 2005). Corroborating the perceived negative impact of the 
unexpected death trajectory, caregivers whose spouses were healthy prior to death were 
found to experience greater emotional difficulties during bereavement, whereas 
caregivers for seriously ill spouses were found to significantly improve following a brief 
period of depressive behaviors (Bonanno et al., 2002). 
2.3.3.2.4 The care relationship. The nature of the care relationship provides an 
additional dimension to this model. A healthy and sound pre-bereavement relationship 
between caregiver and care recipient has been associated with higher caregiver 
satisfaction (Kramer, 2001; Steadman, Tremont, & Davis, 2007), including perceptions 
of financial and social health (Francis et al, 2010), but may place caregivers at a greater 
risk of difficult bereavement due to the loss of such a significant relationship (Bonanno et 
al., 2002; Bonanno et al., 2004). The historical contexts of these relationships may 
contribute to the nature of caregiver/care recipient relating. Hui, Elliott, Martin, and 
Uswatte (2011) found that  
caregivers of persons with disabilities that are socially viewed as due to disease 
process or congenital conditions were less likely than caregivers of persons with 
an acutely acquired disability to attribute problem behaviors to matters of volition, 
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personal control, or responsibility. In short, they held the care recipient 
significantly less accountable for problem illness behaviours. (p. 655) 
Hui and authors theorized that those caregivers of individuals with an acutely acquired 
disability may have a stronger, more potent emotional connection with their relationship 
prior to this sharp decline, and that the reconciliation of these two qualities of relating 
coupled with the “shorter time available for role adjustment” (p. 655) may lead to this 
maladaptive coping. 
 Two additional factors to consider are the roles defining these relationships (i.e., 
spousal or non-spousal) and the gender of caregivers. Spousal caregivers appear to not 
only assume greater responsibility for providing medical and personal care than non-
spousal caregivers, but they also appear to be less willing to accept professional and 
personal support (Reinhard et al., 2014). This is in line with previous research that found 
spousal caregivers to experience greater stress as care recipients approached death than 
non-spousal caregivers (Doorenbos et al., 2007) and perform more services for care 
recipients (Finlayson & Cho, 2008). In comparison to their male counterparts, female 
caregivers have been found to spend more time providing more involved care (Navaie-
Walier, Spriggs, & Feldman, 2002; Neal, Ingersoll-Dayton, & Starrels, 1997) and be at 
increased risk of burden (Gallicchio, Siddiqi, Langenberg, & Baumgarten, 2002). There 
is also evidence suggesting that female caregivers and male caregivers may benefit from 
different therapeutic and supportive approaches, namely that women may be more 
receptive to person-centered approaches while men may be more receptive to problem-
solving and solutions-based approaches (Gitlin, Corcoran, Winger, Boyce, & Hauck, 
2001). The findings from both areas of the literature indicate that clinicians should be 
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sensitive to the individualized needs, experiences, learning styles, and coping styles 
across demographic groups when designing interventions and experiences. 
2.3.3.2.5 Cultural narratives. The experience of end-stage progressive illness is a 
unique experience for caregiver and care recipient alike, challenging both to find 
meaning within the uncertainty of decline, death, and grief. For many stakeholders the 
foundation for that meaning is in the culturally embedded values, customs, and rituals 
that work to form person-centered, culturally-informed narratives. These “illness stories” 
foster meaning “by providing an opportunity to adapt cultural models of health and 
illness to personal circumstances and biography (Early, 1982)” (Hinton & Levkoff, 1999, 
p. 457). The very conceptualization of the illness experience and process itself differ 
across cultural groups (Levkoff, Levy, & Weitzman, 1999).  
For instance, Latino caregivers appear more likely to attribute Alzheimer’s 
disease symptomatology to typical aging processes rather than as an atypical disruption 
of cognitive functioning and personality traits (Gelman, 2010; Levkoff et al., 1999), in 
contrast to African-American caregivers who understand such symptomatology from 
biomedical standpoint (Fox, Hinton, & Levkoff, 1999; Levkoff et al.). Additionally, 
utilization of available care services beyond the primary caregiver is significantly 
influenced by how cultural norms dictate the decision-maker in the household, the roles 
of immediate and external family, the appropriate cultural environments for care 
recipients to be cared, and even the need for such services in the first place (Hinton & 
Levkoff, 1999; Jutlla, 2015; Levkoff et al.). Caregiver burden also finds correlates in 
race, with white caregivers experiencing greater burden and lesser satisfaction than their 
African-American counterparts (Hilgemann et al., 2009; Roth, Haley, Owen, Clay, & 
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Goode, 2001). Constructs such as these provide a lens through which caregivers view the 
care recipient’s health declines and their own process of providing support through 
declining health.   
It is important to note the inherent danger of overgeneralizing across a cultural 
group. When exploring cross-cultural similarities and differences constructs such as race 
and religion are at risk of being concretized into a “preeminent, analytical category that 
‘trumps’ all other categories” (Fox et al., 1999, p. 505), thus losing sight of the rich 
mosaic of contextual features that fluidly interact with one another to determine how an 
end-of-life process unfolds. Narratives are thick and rich and while culture may play a 
significant role in both their creation and performance, culture is not meant to define 
whole person of either the caregiver or the care recipient, nor pre-determine what their 
end-of-life experiences may be. 
2.3.4 Interventions for Pre-Bereaved Caregivers in Related Fields 
In response to the increased awareness and knowledge of the nuanced pre-
bereavement needs of caregivers, various models of psychosocial intervention in 
psychology, social work, and nursing have been developed and researched to assist 
caregivers to move through the pre-bereavement process into a meaningful period of 
bereavement (Sörensen & Conwell, 2011; Sorrell, 2014). Indeed, while creating great 
strain across multiple dimensions of wellness, caregiver burden, if managed well with 
successful resolution, can provide opportunity to develop functional skills and a 
foundation of wellness that can optimize wellness through pre-bereavement into 
bereavement (Sorrell, 2005).   
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Several systematic reviews have been conducted over the past decade 
summarizing efficacy data on these interventions. Harding and Higginson (2003) 
identified 22 publications that explored clinical interventions provided to informal 
caregivers of care recipients receiving palliative care. The authors organized these studies 
into strong evidence (RCTs or review of RCTs) (k = 6), weaker evidence (retrospective 
or observational studies) (k = 7), and weak evidence (cross-sectional design, Delphi 
exercise, consensus of experts) (k = 4). The remaining five publications were 
uncategorized because they described interventions with no systematic evaluation of data. 
Of those 22 studies, only nine were exclusively designed and implemented for caregivers 
(as opposed to jointly designed for caregivers and care recipients). 
Respite services, social environment, individual therapy, and group therapy were 
all examined formats for caregiver interventions: 
 Respite is a type of care with the explicit intention to provide caregivers 
temporary relief, and the two studied interventions under this category were 
massage and in-home daycare. Caregivers responded positively to both stress 
reduction interventions.  
 Caregivers’ social environments were targeted in an intervention designed to 
facilitate greater connectivity to social supports, and the experimental group 
was found to significantly engage both with friends and on their own in 
meaningful activities.  
 Three types of individual services were studied: psychotherapy to assist 
caregivers in fulfilling their role as a support structure, psychoeducation about 
providing homecare, and solutions oriented therapy to improve coping. 
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Findings indicated that only the psychoeducation intervention was effective, 
with participants showing significantly improved knowledge about pain, pain 
management, and caregiver burden compared to standard care. The solutions 
oriented therapy only positively contributed to the most distressed caregiver 
participants, and the psychotherapy intervention was not beneficial in 
comparison to standard care along emotional, social or physical outcome 
measures.  
 Of these four formats, group interventions were examined the greatest number 
of times, potentially because it is “widely suggested as an appropriate format 
to deliver the necessary support and information to caregivers” (Harding & 
Higginson, p. 70). However, a number of those studies were descriptive in 
nature only with limited data collection and no analysis. Those interventions 
studied via systematic evaluation focused on psychoeducation, stress 
management, quality of life, and coping strategies, finding that 
psychoeducation was once more the most effective approach. 
Ultimately, the authors concluded the efficacy of these studied interventions was mixed, 
and broad conclusions were difficult to discern due to significant heterogeneity among 
sample, outcomes, design, and interventions. They also chided perceived attempts at 
developing a “one size fits all” intervention that could be effective for most or all 
caregivers, noting that the reviewed interventions were more unsuccessful than successful 
in meeting caregiver need. Addressing these concerns, the authors outlined broad and 
comprehensive recommendations for future development of interventions:  
46 
 
1) theory-based clinical services, 2) specific focus on the needs of caregivers, 3) 
address issues of access and acceptability to supportive services in the initial 
stages, 4) clear and modest research outcomes, and 5) evaluate these outcomes 
using systematic and rigorous methodology (i.e., repeated measures from baseline 
and comparison groups). (p. 72) 
Since this review, there have been two subsequent ones exploring adult pre-
bereavement of care recipients (Badr & Krebs, 2013; Griffin et al., 2014). Badr and Kreb 
also completed a meta-analysis alongside the systematic review. The increased number of 
studies included for both Badr and Krebs (k = 23 for the systematic review and k = 20 for 
the meta-analysis) and Griffin and authors (k = 27) indicates the rapid expansion of this 
literature base.  
Badr and Krebs (2013) focused on joint interventions for caregivers and care 
recipients that intended to improve quality of life for both. For psychological outcomes (k 
= 12) the weighted average effect size was 0.21 (95% CI = 0.08 to 0.34) and for 
relationship outcomes (k=7) it was 0.24 (95% CI = 0.6 to 0.43). These effect sizes 
represent small treatment effects.  Moreover, the authors concluded that the heterogeneity 
across the studies made generalizations difficult. Important trends specific to the 
caregiver did emerge, however. Mental health professionals (k = 11, g = .40) were more 
effective than nurses (k = 6, g = .39) in improving psychological outcomes, though there 
was significant variation as to what constituted “mental health professional” (e.g., social 
worker, psychologist, etc.). The authors recommended greater detail regarding education, 
certification/licensure, and other details pertinent to clinicians’ training backgrounds be 
taken into consideration in future studies. Additionally, there were two different 
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conceptualizations of caregivers within the intervention: supportive, wherein the 
caregiver was present for the intervention but considered a separate entity from the care 
recipient, and active, wherein the caregiver/care recipient dyad was the focus of the 
intervention. While studies that framed caregivers as supportive had a higher effect size 
(k = 12, g = .39) in the improvement of care recipient’s psychological outcomes than 
those that framed caregivers as active (k = 8, g = .12), neither yielded significant results 
for caregivers. The authors concluded that future research focus on increasingly specific 
subsets of caregivers (e.g., quality of caregiver burden) and care recipients (e.g., disease 
trajectory) to generate greater insight into what interventions work and why. 
Griffin and authors (2014) examined how caregiver interventions may have 
benefitted five care recipients’ outcomes: quality of life, depression/anxiety, symptom 
control, health care utilization, and relationship adjustment. Five types of interventions 
were identified in this review: telephone or web-based counseling, behavioral or 
cognitive-behavioral couples therapy, psychoeducation about managing care recipient 
symptoms, psychoeducation about managing care recipient symptoms and behaviors in 
addition to family-centered support, and other interventions not readily captured by these 
categories. Effect sizes for all five outcomes were low “due to moderate risk of bias, 
imprecision of the effect size and poor methodological quality” (p. 1276). In addition, as 
with Harding and Higginson (2003) and Badr and Krebs (2013), there was great 
heterogeneity across the reviewed studies and generalizations were difficult. 
Ultimately, Griffin and authors (2014) “found sparse and weak evidence to 
suggest that general family interventions are superior to wait list, treatment as usual, or 
active alternative interventions for patients with cancers” (p. 1281). Consistent with Badr 
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and Krebs (2013), the authors recommended that subsets of caregivers and care recipients 
be identified and targeted for future intervention studies to best determine the unique 
needs of each subset and the best means to meet those needs. The authors further 
recommended that future research be more attentive to design quality (e.g., allocation, 
blinding, etc.), and more attention be afforded the care relationship and disease trajectory. 
Ironically, the focus on interventions that jointly attended to caregiver and care recipient 
may also have contributed to this “weak and sparse” evidence because the unique needs 
of the caregiver could not be exclusively addressed (Harding & Higginson, 2003). 
As noted across all three reviews, caregivers have been too wantonly 
“whitewashed” without greater attention to the unique attributes and features of specific 
caregiving contexts, such as care recipient’s disease trajectory and care relationship. 
Perhaps as a result, there have recently been a number of interventions developed to 
better identify caregivers’ unmet needs rather than actually addressing those needs 
(Bowman, Rose, Radziewicz, O’Toole, & Berilla, 2009; Mowll et al., 2015; Robinson, 
Pesut, & Bottorff, 2012). In essence, the focus has shifted from designing interventions to 
meet caregiver needs postulated by researchers to designing interventions that identify 
needs based on the unique dimensions of caregiver typologies of caregivers. This 
approach is consistent with the general trend in the pre-bereavement literature over the 
past decade: constructing new areas of knowledge to develop a more contemporary and 
comprehensive understanding of pre-bereavement, rather than merely conducting 
research that reinforces long established but lightly examined theories (e.g., bereaved 
caregivers as pathological vs. bereaved caregivers as resilient) 
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In a study with 132 caregivers of advanced cancer, Bowman and authors (2009) 
constructed a system of referral, intake, and treatment that focused on seven problem 
domains: “personal psychological problems, existential problems, communication issues 
with family and friends, communication issues with [health care practitioners], personal 
health/symptom concerns, practical problems, and caregiving demands” (p. 75). 
Preliminary findings indicated that caregiving demands, which are barriers hindering care 
recipients from optimal care, was caregivers’ most frequently addressed problem domain. 
Efficacy in resolving these demands was not established in these initial findings, but 
clinicians did tabulate the most common techniques used by clinicians (supportive 
listening, psychoeducation, and problem-solving), and the preferred frequency (1-2 times 
over 6 weeks) and duration (on average less than 10 minutes) of contact.  
Mowll and colleagues (2015) ran an additional exploratory study exploring the 
Patient Dignity Inventory Couple Interview (PDI-CI), a one-time clinical interview that 
“aims to improve communication around end-of-life issues for couples where one has 
advanced cancer” (p. 2). The study sought to develop the PDI-CI, test its efficacy in 
facilitating meaningful engagement between spousal caregivers, and ultimately 
manualize the intervention. Findings indicated that the intervention holds promise as a 
structured approach for facilitating productive conversations about difficult topics related 
to end-of-life care. The predictable and concrete nature of the interview was particularly 
effective for men.  
Robinson and authors (2012) utilized the Problems and Needs in Palliative Care 
Questionnaire: Caregiver Version to identify the needs of rural caregivers of care 
recipients receiving palliative care. Findings indicated that caregivers struggled to 
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maintain their pre-illness identity due to the assumption that they would assume 
caregiving responsibilities, and that it was a mental and emotional struggle to become 
educated and remain informed about the necessary information to maintain care 
recipient’s quality of life. 
 Robinson and colleagues (2012) focused on an additional component of 
interventions for pre-bereaved caregivers that has found traction in recent literature: 
psychoeducation. The authors found that caregivers self-identified a significant need as 
requiring greater information and training about managing care recipient symptoms. An 
additional component to this finding was caregivers’ reluctance to accept outside 
assistance as they viewed attention spent on themselves as time not spent providing care 
for their loved one. This paints a portrait of ambivalence wherein caregivers are 
identifying a clear need for improved education and training but, at the same time, are 
actively resisting investing in that education because of a discomfort with attending to 
their own needs. As the authors noted, this dilemma is consistent with previous research 
(e.g., Funk et al., 2010). 
Others have engaged in this research trajectory. Wang and Chien (2011) studied 
the impact of the Family Mutual Support Programme in Dementia Care (FMSP-DC) on 
caregiver wellness (e.g., burden, quality of life, social support) and the care recipient’s 
cognitive status. This intervention, administered over eight, bi-weekly, two-hour group 
sessions over the course of six months, integrated “educational, supportive and open 
communication” (pp. 2362-2363) that covered seven content domains: 
(1) information about client’s illness, prognosis and current treatment and care; 
(2) development of social relationships with close relatives and friends and thus a 
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satisfactory extended social support network; (3) sharing and adaptation of 
emotional impacts of caregiving; (4) learning about self-care and motivation; (5) 
improvement of interpersonal relationships with family members and the client; 
(6) establishing support from the community groups and healthcare resources; and 
(7) improvement of problem solving skills in family care. (p. 2363) 
Findings reported significant improvements in caregiver burden and quality of life with a 
corresponding increase, though non-significant, in perception of social support. Of note, 
this study was performed in China, and the multicultural implications of these findings 
were not addressed by the researchers.  
These findings were corroborated and deepened by Stajduhar and authors’ (2013) 
secondary analysis (k = 4) of caregivers’ processes of learning how to provide sufficient 
care for care recipients. This analysis indicated that caregiver learning is a fluid process 
made meaningful by the caregivers’ lived experiences. That is, trial-and-error, active 
information-seeking, and learning post-crises were better able to address the highly 
individual needs of the caregivers than more standardized approaches “that do not take 
into account the individual variability of family caregiver learning needs and the timing 
of information” (p. 662).  
Ultimately, this body of literature, which represents an intersection of nursing, 
psychology, and social work, indicates that our knowledge about effective, meaningful 
clinical work with pre-bereaved caregivers is limited and requires continued inquiry. At 
this time the most relevant trajectory in this area appears to be (a) identifying the most 
pertinent caregiver needs, (b) gaining a better understanding of how those needs manifest 
in the home environment, (c) contextualizing those needs with those of the care recipients 
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to develop an integrated perspective of how both sets of needs interact, and (d) designing 
interventions with a structure that feels safe for caregivers but allows sufficient space for 
individual needs and interaction styles to be accommodated.  
2.4 Music Therapy with Pre-Bereaved Informal Caregivers 
 
 Music therapy research has, with only a few exceptions, not specifically 
contextualized studies with caregivers from the perspective of pre-bereavement. This 
limits the breadth and depth of our knowledge about the potential contributions of music 
therapy during this clinical period. However, a recent surge in more generalized research 
on informal caregivers of individuals with advanced illness provides useful evidence that 
lends direction for future research with pre-bereaved informal caregivers. These 
implications for future research will be explored and connected with the previous 
examinations of the pre-bereavement literature.  
2.4.1 Music Therapy at End-of-Life 
Over the past decade there has been increased research exploring the effects of 
music therapy on informal caregivers of adults during pre-bereavement, but for only a 
handful has that phase of the end-of-life process been the identified context of the study. 
Instead, researchers have largely framed caregivers by the diagnosis of the care recipient 
(e.g. Alzheimer’s disease (Clair, 2002)), the intervention being applied (e.g., caregiver-
directed music experiences with care recipients (Baker, Grocke, & Pachana, 2012)), and 
by the treatment goal (e.g., relationship completion (Clements-Cortes, 2011)). While not 
specifically contextualized from the pre-bereavement perspective, the findings from these 
and other studies help contribute to the existing knowledge of pre-bereavement and music 
therapy. 
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Qualitative studies have provided functional constructs for clinical practice with 
caregivers of adult care recipients living with advanced illness. Clements-Cortes (2011) 
examined the role of music therapy in facilitating relationship completion between 
spousal caregivers and care recipients in a palliative care setting. Data was collected both 
prospectively (e.g., music used in sessions, discussions in sessions, recordings of 
sessions, etc.) and retrospectively (e.g., interviews with both caregivers and care 
recipients) following the meeting of the primary treatment goal (relationship completion). 
From the description of the analysis that was provided, it appeared a thematic analysis 
was used, yielding six global themes: love, loss, gratitude, growth/transformation, 
courage/strength, and good-bye.  
Love was a “core sentiment that needed to be conveyed” (p. 35) in order for 
caregivers and care recipients to experience reciprocal relationship completion. Loss was 
a complex, multifaceted emotional experience that emerged over the course of the 
therapeutic process. Gratitude represented an appreciation and celebration of the life 
shared between loving partners. Growth/transformation was a unique process for each 
individual and dyad, representing for some forgiveness and for others learning “to live as 
opposed to waiting to die” (p. 36). Courage/strength were attributes necessary for one 
participant to engage in meaningful life review, and for another participant to plan for his 
family to be tended to past his death. Good-bye was the necessary mindset for caregivers 
and care recipients to appropriately express their feelings and accept the pending end-of-
life transition. Song choice, lyric discussion and analysis, and songwriting were found to 
be the most effective interventions to facilitate relationship completion, and that these 
interventions organically deepened over the course of the therapeutic process in order to 
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meet the needs of relationship completion. Clements-Cortes concluded that, through these 
interventions, music therapy is equipped to address the difficult interpersonal dynamics at 
the end of life, and that future research should continue to explore the role of both music 
therapist and the music in facilitating relationship completion. 
Baker and colleagues (2012) employed a similar focus in their exploration of how 
songwriting could elicit and facilitate meaningful interaction in spousal caregivers of care 
recipients with dementia. This design was unique in that instead of a music therapist 
facilitating the songwriting experience, the music therapist trained each of the five 
caregiver participants in the implementation of a specific songwriting technique with 
their respective care recipients. As with Clements-Cortes (2011), both prospective (e.g., 
caregivers’ journal entries following songwriting experiences) and retrospective (e.g., 
semi-structured interviews at the end of the experimental period) data were used for 
analysis. Quantitative data examining depression, anxiety, and caregiver satisfaction was 
obtained but due to the small sample statistical significance was not analyzed.  Four 
themes were constructed: engaging in music enhanced enjoyment and relaxation, 
enhanced quality of spousal relationship, strengthened reciprocity, and increased 
satisfaction with caregiver role.  
The authors concluded that meaningful interactions were indeed stimulated by 
songwriting: “Feelings of intimacy were fostered, humour and memories were shared 
which led to perceived increases in reciprocity between the partners, and enabled the 
spouses to engage with their partners in similar ways as they had before the onset of 
dementia” (Baker et al, 2012, pp. 15-16). The authors noted that four out of the five 
participants did not present with the levels of depression and anxiety that larger studies of 
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caregivers of individuals with dementia often present with. The authors concluded that 
the care recipients of these caregivers may have been earlier in their disease process, and 
recommended that future studies examine caregivers of care recipients with early, 
middle, and late stage dementia. 
Quantitative studies have similarly found music therapy to positively impact 
interpersonal interactions, affective engagement, and emotional presence between 
caregivers and care recipients. Clair (2002) engaged caregivers of care recipients with 
Alzheimer’s disease in an eight-session sequence in which the music therapist modeled 
active engagement through a person-centered creative process before transitioning 
caregivers as leaders of those experiences. This creative process was comprised of 
engagement through both musical and movement media, and data was collected via 
analysis of the videotaped sessions by an observer. Findings found that mutual 
engagement between caregiver and care recipient significantly improved both over the 
course of the music therapy sessions (F = 4.57, p = .006). Moreover, the increased 
engagement carried over to visits in which no music was used: a statistically significant 
difference was found between measurements of mutual engagement during baseline and 
during a non-music session after completion of the 8-week treatment protocol (t = 2.88, p 
= .024).  
This suggests that music therapy is capable of developing interpersonal skills with 
generalizability into other social settings, and is consistent with past findings that music 
therapy experiences establish new baselines for wellness with each session (Hilliard, 
2003). And as with Baker and authors (2012), caregivers were found to be effective 
learners of new modes of engaging with care recipients, and that such engagement is 
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sufficient for stimulating and maintaining meaningful, reciprocal interactions. Clair 
(2012) recommended future studies “determine the effects of increased engagement on 
caregivers’ relationship satisfaction, and the influence of relationship engagement on 
caregivers’ well-being” (p. 290). 
Gallagher and colleagues (2006) found that caregivers (n = 68) who were present 
for initial music therapy sessions of care recipients receiving palliative care had 
significantly improved mood, facial expression, and verbal communication from the 
beginning of the session to immediately following it. Multiple interventions were 
utilized, with the three most frequent being live music listening, singing (either alone or 
with the music therapist), and recreative engagement (e.g., clapping, humming, tapping, 
etc.). This study employed a larger sample size than previous studies, lending the findings 
greater power and ability to generalize to the population. The authors recommended that 
future research determine (a) the clinical significance of these findings and (b) the 
duration of the effect of music therapy in these emotional and expressive areas.  
Choi (2010) examined the effect of music and progressive muscle relaxation 
(PMR) on anxiety, fatigue, and quality of life in 32 informal hospice caregivers were 
randomized into four groups: music only, music and PMR, PMR only, and control. The 
findings suggested that there was no significant difference between the experimental 
groups and the control group, with all groups presenting with decreased anxiety and 
fatigue, and increased quality of life. Additionally, the control group had the greatest pre 
to posttest increase in quality of life. The authors surmised that this may have been due to 
(a) the control group being comprised of less spousal caregivers, whom experience 
greater distress than other informal caregivers than the experimental groups, (b) the 
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brevity of the interventions in the experimental groups, and (c) the value of unstructured, 
free time for reflection that the control condition allowed for. Music and PMR did, 
however, have the greatest pre to posttest difference in anxiety, and the music-only group 
had the greatest decrease in fatigue. The authors concluded that music therapy was a 
“viable service to decrease anxiety and fatigue” (p. 67) and recommended that future 
research be mindful of how the care relationship moderated or mediated the efficacy and 
perceptions of music therapy, with a special focus on “the relationship between the 
hospice patient’s and caregiver’s perceived levels of stress reduction and determine if 
they influence each other” (p. 67). 
These studies ostensibly examined the period of pre-bereavement but, by not 
contextualizing the research explicitly from this end-of-life phase, it is questionable to 
what extent the findings have transferability to this body of knowledge. For instance, 
both Choi’s (2010) and Clair’s (2002) recommendations that the care relationship be a 
part of future analyses indicated that the literature exploring the complex and nuanced 
impact of these relationships on caregiver pre-bereavement wellness was not factored 
into their studies. Similarly, the higher baselines of depression and anxiety that the 
caregiver participants presented with in the study by Baker and colleagues (2012) 
indicated that the researchers had not taken disease or end-of-life trajectory into account. 
Clements-Cortes’ (2011) exploration of relationship completion may have benefited from 
both these areas of the literature. In addition, her discussion about the need for fluidity in 
moving from superficial to deeper music experiences could hold greater relevance if 
contextualized with the pre-bereavement literature emphasizing the need for more 
individualized interventions.   
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These examples are highlighted not to suggest that these researchers were wrong 
or misguided in their focus, but rather to emphasize that researchers’ intentions and 
perspectives influence what features of the studied phenomenon are observed and 
explored. Subsequently, gains in knowledge may be more pertinent to those researcher-
selected contexts, and not be as mindful or attentive to the features and facets more 
specific to pre-bereavement. So while there is valuable data to be mined from this body 
of literature, it is worth noting that the findings are limited to some extent by not 
incorporating contemporary pre-bereavement findings and theory.   
Nevertheless, such studies indicate trends in caregiver wellness that are relevant 
to this discussion. Of note is the impact that music therapy has on strengthening 
interpersonal connectivity between caregiver and care recipient (Brotons & Marti, 2003; 
Clements-Cortes, 2011; Clair, 2002). Clements-Cortes asserted that “music therapy 
techniques can be used at a more advanced level to help patients work through 
relationship issues and aid in their grieving process” (p. 38). Baker and colleagues 
corroborated, finding that joint musicking between caregiver and care recipient promoted 
increased “reciprocity within the relationship consequential to engaging in music 
sharing” (p. 14). Given the significant disruptions in interpersonal relating that caregivers 
of adults with advanced illness and care recipients are subject to (de Vugt et al., 2003; 
Williamson, Shaffer, & The Family Relationships in Late Life Project; Wright, 1998), 
this suggests the potential for music therapy to be a significant force in the maintenance 
and/or rehabilitation of the care relationship. 
 In line with this improved interpersonal relating is an increase in active 
engagement. Clair (2002) concluded that joint music therapy for caregivers and care 
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recipients not only established meaningful shared experiences in the session but also 
promoted similar interactions outside of music therapy. Significant components of this 
mutual engagement are movement and touch (Clair & Ebberts, 1997). This degree of 
heightened engagement may also promote deeper therapeutic explorations and positive 
risk-taking for the care recipient (Clements-Cortes, 2011).  
Findings about alterations in affective state, depression, and anxiety have been 
inconclusive with three studies reporting improvements, but not statistically significant 
improvements, in these symptom areas (Brotons & Marti, 2003; Choi, 2010; Clair & 
Ebberts, 1997). However, despite these marginal gains in symptom management, in all 
three studies there was improvement in caregivers’ feelings of satisfaction with both 
music therapy and the quality of their interactions with care recipients. This suggests not 
only that symptom reduction may not always be possible given the influence of external 
factors, but that the primary goal may be drawing upon caregivers’ available resources 
and enhancing them (Potvin, Bradt, & Kesslick, 2015).  
2.4.2 Music Therapy Research Specific to Pre-Bereavement 
At the time of this writing there have been three music therapy studies in the 
literature explicitly exploring informal caregiver pre-bereavement (Magill, 2009; 
O’Callaghan et al., 2011; O’Callaghan et al., 2013). Of note, all three have been 
conducted over the past 5 years, coinciding with the general increase in the end-of-life 
literature in music therapy. As informal caregivers of adults receiving end-of-life services 
have been underrepresented in music therapy research to date, this may indicate an 
underexplored clinical area being provided the scrutiny it demands (O’Callaghan, 2013).  
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Magill (2009) explored the “the impact and spiritual meaning of preloss music 
therapy” with caregivers who had addressed in music therapy sessions concepts such as 
“a Higher Power, God, a Higher Being, as defined by the participants; faith; the meaning 
and purpose of life; hope; transcendence, being ‘transported’ to another realm; or nature, 
beauty, or infinity” (p. 98). Participants had engaged in joint music therapy sessions with 
the care recipient during the pre-bereavement stage, and the actual data was collected 
during bereavement via extended (between two and four hours) open-ended interviews. 
Two types of themes were constructed: sustaining themes - “those that pervaded the 
interviews throughout a range of topics and were those overall feelings and reactions that 
seemed to nurture and motivate the caregivers through the illness and beyond” (p. 99) - 
and reflection themes – “spiritually-laden themes…that categorized the naturally 
emerging areas of concentration on which caregivers commonly focused during the 
interviews” (p. 101). A holistic analysis of these themes converged in an overall theme of 
meaning through transcendence wherein caregivers “seemed to gain augmented 
perspectives of meaningful life experiences, facilitated through their music-centered 
reflections on the present, past, and future (p. 104).  
 O’Callaghan and authors (2013) utilized a similar retrospective approach to data 
collection, interviewing caregivers grieving the care recipients’ death to cancer about 
their pre-bereaved experiences of music and music therapy. These interviews were 
broader in topic and more structured in format than Magill’s (2009), focusing, in addition 
to the spiritual components of the therapeutic process, on caregivers’ relationships with 
both the music and the care recipient. Interviews addressed both pre-bereavement and 
bereavement experiences (music therapy was not offered during bereavement).  
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Emergent themes explored the role of music and musicking in meaning-making 
during grief, healthy expression and communication, moderation of emotional 
experiences, and moving from pre-bereavement into bereavement. The use of music was 
also not a thoughtless or reactive experience on the part of caregivers; rather, music 
experiences were judiciously constructed in order to manage and/or address emotional 
content, improve connectivity with care recipients, and move through the dying 
experience into healthy bereavement. The authors concluded that “preloss family music 
therapy sessions and informal shared family music experiences…comforted and 
promoted coping” (O’Callaghan et al., 2013, p. 119).  
This study was preceded two years earlier by the same research team 
(O’Callaghan et al., 2011) exploring how informal caregivers of care recipients with 
cancer used music in their daily lives to enhance music’s role in improving resilience and 
preparedness. Music in this study was largely recreational in use, with only three out of 
twelve participants having previously participated in music therapy. However, unlike the 
two aforementioned studies, data was collected during the pre-bereavement phase, 
lending invaluable insight into the lived experiences of those caregivers as that phase 
unfolded. Findings indicated that caregivers are judicious and purposeful in their use of 
music to address emotional, biopsychosocial-spiritual, and interpersonal needs; that 
caregivers can use music to positively support care recipients and, in the process, provide 
themselves relief; and that music may not only be unhelpful but potentially injurious 
when used during emotionally difficult periods. To this last finding, caregivers observed 
music as intrusive for care recipients when psychological defenses were compromised 
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soon after diagnosis, and one caregiver voiced fears that the music would facilitate a 
quicker death for care recipient. 
Clearly emerging across all three studies was the multifaceted role of music in 
addressing the complex constellation of intrapersonal and interpersonal needs of pre-
bereaved caregivers. Whether music was used to identify and move through emotional 
experiences, establish and strengthen interpersonal connectivity to the care recipient 
before and after death, develop meaning from reflection and engagement with relived 
memories, or establishing a strong foundation for healthy bereavement, music was 
malleable to a number of challenges confronted by caregivers during pre-bereavement.  
Additionally, the nature and quality of caregivers’ relationships with music appear 
to be a separate factor than caregivers’ uses and applications of music for both 
themselves and care recipients. Caregivers individualized utilization of music generates a 
meaning-making process providing a safe vehicle for transitioning to bereavement. 
O’Callaghan (2013) has argued for the use of legacy creation as once such process by 
which this may occur. Legacy creation “can be tangible products that patients create for a 
specific purpose” and include “memories and physical items that validate a life and assist 
grieving people” (p. 79). For instance, the recording of music or compilation of an album 
to leave for loved ones as a final gift, a parting message, or as representative of how they 
wish to be remembered. However, the clinical and creative mechanisms by these legacy 
creations in music therapy promote healthy resolution, closure, and movement through 
grief is unclear.  
This may be due to several reasons. One reason may be that two of the three 
studies contextualized from the pre-bereavement experience explored the use of music 
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both within and with-out music therapy. While this has helped develop a broader 
understanding of the role of music during pre-bereavement, it has not been able to more 
fully explore the music therapy process. Ostensibly, it uncovered the what (music has a 
role to play for pre-bereaved caregivers) but not the how (the process by which music had 
these impacts). Another reason may be due to a methodological limitation in which data 
in two out of those same three studies was gathered via retrospective data. Previous 
reviews of the pre-bereavement literature have graded retrospective data as a weaker type 
of evidence (Harding & Higginson, 2003), and other researchers (Bonanno et al., 2002; 
Bonanno et al., 2004) have questioned the validity of pre-bereavement knowledge that 
was not directly obtained during the pre-bereavement period.  
 Of note, in all three studies the researchers had also been the music therapist for 
the caregivers during the pre-bereavement stage. There are indeed benefits to such an 
arrangement. The clinician-researcher’s pre-existing relationships with clients and the 
clinical setting utilizes an established foundation of trust to gain greater access to 
potential research participants. Additionally, the clinician-researcher’s lived experience, 
as clinician, of participants’ stories offers a unique vantage point that may be inaccessible 
or fundamentally altered by the researcher-only perspective. Clinician-researchers are 
also uniquely situated to advocate for the dissemination and integration of contemporary 
research into their clinical settings’ treatment model (Yanos & Ziedonis, 2006).  
That said, questions have been raised about the ethical and practical challenges 
that arise from such an arrangement (Gallagher et al., 2006). Ethically, there is the 
potential for an “internal clash between the clinical mandate to act in the patient’s best 
interest (beneficence) and the scientific mandate to pursue truth with all appropriate rigor 
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(scientific autonomy)” (Yano & Ziedonis, 2006, p. 250). Clinician-researchers are at risk 
of “confusion or conflict that often occurs when an individual functions in multiple roles 
simultaneously” (p. 251). The questions that emerge from these potential complications 
are (a) in whose interest was the study was conducted (the participant or the clinician-
researcher), and (b) to whom is the participant responding to during interviews (the 
clinician or the researcher) and how can that be accurately discerned? O’Callaghan and 
authors (2013) acknowledged similar concerns, wondering whether because these former 
patients had found benefit from music therapy they “wanted to describe music’s role 
positively to not offend” (p. 120). These questions form an important lens through which 
to better understand the nature of the sample, the type of data collected, the manner in 
which it was collected, and the conclusions drawn from the analysis.  
2.4.3 Implications for Music Therapy Practice and Research 
As previously noted, music therapy has been found to be effective in bringing 
about improved quality of life, ability to cope, and framing of difficult experiences into 
positive ones with great meaning. A number of questions do emerge from these initial 
explorations. What is the potential for increased wellness if resiliency can be nurtured 
during pre-bereavement? What is the potential for increased wellness if spirituality is 
addressed and amplified during pre-bereavement? What is the potential for wellness if 
preparedness and readiness can be developed during pre-bereavement?  
O’Callaghan (2013), in response to recommendations from Magill (2009) that 
music therapists further study the impact and role of music therapy prior to death, began 
to address some of these questions. She identified the creation of legacies – “tangible 
products that patients create for a specific purpose” (p. 79) – via the music therapy 
65 
 
process as a potential point of emphasis for future research and practice. Legacy creation 
can involve entire families as either active or passive participants, and “the multiplicity of 
possible messages contained in music allows family members with a shared history of the 
music to experiences unspoken private moments that no-one else can be privy to” (p. 80). 
O’Callaghan assigned nuance to this clinical process rather than painting it as a one-size-
fits-all intervention, noting that every caregiver will have unique responses and unique 
needs that legacy creation may not address. DeNora (2012), in an examination of her 
work with a caregiver and care recipient receiving hospice services, concurred: 
The music thus functioned in ways counter to the daughter’s expectations, 
perhaps even highlighting, at least to herself, her powerlessness. S’s daughter 
most definitely recalls that at the time this was a ‘negative’ musical event and her 
response underscores some of the ways in which music’s presence in end of life 
situations, just as in any situation, is complex and potential multifarious. Using 
music can lead to events that one might not expect or welcome; it can lead to 
complications for some or all participants. (p. 98) 
This sensitivity to the highly individualized needs of pre-bereaved caregivers is in 
line with an increased focus in the music therapy literature on nurturing and developing 
the inherent inner resources of patients’ (Rolvsjord, 2004; Summer, 2005). As a practice 
“uniquely positioned to interact not only horizontally (across the breadth of human 
experiences) but vertically (into the depths of an individual experience) in the interest of 
organizing, integrating, and expressing” (Potvin, Bradt, & Kesslick, 2015, p. 138), music 
therapy can (a) promote an increased awareness in caregivers of their needs, (b) facilitate 
a connection between caregivers and their internal resources, and (c) assist caregivers in 
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utilizing those resources to meet those needs (Magill, 2001; Potvin, Bradt, & Kesslick, 
2015). Caregivers have been found to be adept at using music to meet those deeply 
embedded needs (Baker et al., 2012; O’Callaghan et al., 2011), warranting further 
explorations of how music therapy can continue empowering caregivers in such ways. 
Recommendations from other areas of pre-bereavement work may also lend 
direction for music therapy research. As detailed above, interventions in other fields (e.g., 
Robinson et al., 2012; Wang & Chien, 2011) have reinforced the findings of Baker and 
colleagues (2012) and Clair (2002) that psychoeducation and skill development can be an 
effective and non-threatening intervention for caregivers. Zhang et al. (2008) 
recommended early interventions to enhance feelings of support and stave off depression 
in bereaved caregivers, a call supported by others (Caress, Chalmers, & Luker, 2009; 
Hudson et al., 2009). Similar recommendations for early interventions have focused on 
caregiver support that more clearly emphasizes, among other things, the interaction of 
caregiver and care recipient needs (Skalla et al., 2013). Hui and authors (2007) further 
asserted that clinicians “explore the pre-injury interpersonal context” (p. 655) of the 
caregiver and care recipient relationship, reinforcing for the caregiver the importance of 
accepting the present functioning of the care recipient without holding him or her to the 
standards of pre-illness functioning.  
There are indeed indications that music therapy with caregivers during pre-
bereavement may yield benefits that extend beyond the immediacy of the session (Clair, 
2002; Clements-Cortes, 2011). And in a study of music therapy’s impact on quality of 
life for hospice patients (n = 80), Hilliard (2003) found that “not only were [quality of 
life] scores significantly higher after the first music therapy session, but scores increased 
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further following the second music therapy session whereas scores in the control group 
lowered after the second counselor visit” (p. 131). While caregiver pre-bereavement is 
certainly distinct from hospice patients’ quality of life needs, the clinical setting (end-of-
life care received in home) suggests there may be overlap. These findings indicate that 
music therapy may be an effective early intervention to improve caregiver wellness 
during pre-bereavement and moving into bereavement.  
2.5 Summary and Rationale for Study 
 
 As the overall numbers of older adults in the United States increases and the 
corresponding demand for informed, well, and competent caregivers increases as well, 
the healthcare system must be prepared to adequately support those caregivers through 
the pre-bereavement phase. This is to ensure that care recipients receive the best possible 
care and that caregivers are able to provide that care while finding satisfaction sufficient 
for meaning making. At the same time, music therapy has begun to position itself as an 
integral and core service at the end of life with a boom in research in this clinical setting 
over the past decade. As the healthcare system at large continues to emphasize research 
into pre-bereavement, music therapy is similarly tasked in order to remain a relevant and 
effective end-of-life service.  
Pre-bereavement has been an increasing area of interest for researchers across 
multiple fields. Explorations over the past decade have focused on (a) the pre-
bereavement characteristics of the caregiver and the caregiving context that impact 
bereavement experiences and (b) pre-bereavement interventions that best identify 
caregiver need during that time. This scholarship has indicated a complex matrix of 
factors determines the nature and quality of pre-bereavement. Nascent pre-bereavement 
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intervention studies in other fields have been inconclusive but have indicated 
psychoeducation as an effective approach for improving caregiving satisfaction and 
caregiver wellness, possibly because its predictable and concrete structure provides a 
stable foundation during an unstable time. This burgeoning body of literature has also 
helped challenge long held theories that grief is a pathological condition. Caregivers have 
been reframed as resilient and resourceful with a capacity for preparing, managing, and 
finding meaning throughout the pre-bereavement/bereavement continuum.  
 Music therapy research during pre-bereavement with caregivers, while limited, 
has indicated a capacity to address care relationship completion, provide a healthy 
foundation for movement into bereavement, and equip caregivers with a means to 
manage the emotional and spiritual rigors of pre-bereavement caregiving. The 
mechanism by which the therapeutic process enables and assists such growth, however, 
remains largely unknown, and has hindered clinicians’ ability to translate findings into 
practice, researchers’ ability to build on previous studies, and the field’s ability to 
construct a compelling argument for music therapy as a core and integral practice. In line 
with the findings and recommendations of both the music therapy and non-music therapy 
studies reviewed in this chapter, future music therapy research in this area would benefit 
from (a) explicit contextualization of the research from the pre-bereavement perspective, 
(b) prospective data collection during the pre-bereavement period, and (c) deeper and 
more detailed analyses of the therapeutic process with special focus on how clinical 
musicking manifests.  
 This study aimed to initiate a trajectory of research able to address these 
challenges in the interest of better understanding the needs of pre-bereaved caregivers, 
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which of those needs can be addressed by music therapy, and the therapeutic process by 
which those needs are met. To help develop the necessary knowledge base to develop 
rationale for such research, the following research questions were used:  
1. What biopsychosocial-spiritual needs are present for caregivers of hospice 
patients during pre-bereavement? 
2. Which of those needs was music therapy able to address during that period? 
3. What was the process by which those needs were met in music therapy, and what, 
if any, aesthetic or creative features were integral to that process?  
 
 
 
 
 
 
 
 
 
 
 
 
 
CHAPTER 3: METHOD 
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This chapter begins with an overview of the researcher’s worldview as both 
researcher and clinician. Following this overview, the overall study design will be 
broadly introduced with subsequent sections exploring the study in greater detail (e.g., 
participant recruitment; data collection, analysis and management; and additional 
research procedures, including protection of human subjects). A study timeline and 
discussion about the limitations and delimitations will be included at the end.   
3.1 Researcher’s Worldview 
 
Due to the pluralism of theory and philosophy in music therapy, it is important to 
situate myself as a researcher and clinician so that the philosophy guiding and informing 
this study are explicit. My intention is to introduce the primary pillars of the research and 
clinical philosophies shaping and informing this study. By introducing them in the 
introduction to this chapter, readers are invited to situate themselves from these various 
perspectives in order to best attune to the conclusions.  
3.1.1 Research Philosophy  
Critical realism (Maxwell, 2012) and symbolic interactionism (Blumer, 1969) are 
the central guiding philosophies informing the epistemological and ontological 
foundations of my research. Critical realism seeks balance between subjective and 
objective forces in the environment, and symbolic interactionism seeks out meaning and 
the making of meaning for individuals. Both emphasize the power of the individual to 
construct and interpret their experiences in a manner helpful for them. Additionally, it is 
conducive to this study as the participants, as long-term caregivers, will most likely be 
experiencing, or have experienced, intense feelings of powerlessness. Critical realism and 
symbolic interactionism appropriately situate me to be receptive to those experiences and 
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understand them well enough to articulate those experiences in a clear and authentic 
manner.  
3.1.1.1 Critical realism. Critical realism advocates a reality that “refers to 
whatever it is in the universe (i.e., forces, structures, and so on) that causes the 
phenomena we perceive with our senses” (Phillips as cited in Maxwell, 2012, p. 3). This 
reality is known through individual senses inherently unique in sensitivity, processing, 
and preference, thus reality is (a) individually realized and known and (b) collectively 
structured through ritual and custom. This is in contrast to a constructivist perspective 
that understands reality solely to be what we make it, therefore advocating for a 
multiplicity of realities (Lincoln & Guba, 2013). Critical realism proposes that there is 
one reality that we all share in, but multiple ways in which to individually experience that 
reality. This provides individuals the latitude to approach, understand, and utilize reality 
in a manner most conducive to them without altering the immutability of the shared, 
objective reality.  
For example, let us take a structure made of wood, glue, and screws. Regardless 
of whether this structure was used for manual labor or outright ignored, this object would 
still exist; its state as inanimate matter is not contingent upon the existence of the 
object(s) use or the purposes of that use. Yet when a person using this structure to 
complete work views it, he/she associate its shape and form with the word “table” and 
uses it in a manner consistent with what he/she knows a table’s function to be, thus 
knowing it through social symbols and utilitarian function. Another person, however, 
may crawl under it and know it as “shelter”. Further, a third person using the structure 
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may similarly perceive it as “table” but will know it differently because of how his/her 
unique vantage point constructs his/her experience of the table. 
Music functions similarly with this worldview. Sound is an objective reality, a 
vibration carrying over any number of mediums. When merely heard, it is perceived 
objectively with no meaning outside of the linear function it provides. A loud barking 
indicates a nearby dog’s heighted state of excitement or fear, and while that may invoke a 
response, neither the sound nor the response are necessarily associated with anything 
beyond itself such as a memory or feeling. However, when that sound is not only heard 
but listened to, meaning can be ascribed. “Hearing denotes a capacity to discriminate 
characteristics of one’s environment through aural sense perception, but listening is a 
relationally oriented phenomenon” (Brodie & Crick, 2014, p. 105), suggesting that 
something additional to the sound itself is affecting the larger experience. This expansion 
from a purely sensory experience into a holistic aesthetic drawing from previous 
experiences, thoughts, and emotions assigns value to the sound. From this value meaning 
emerges for the individual, affording the opportunity for sound to be understood as 
music. It is of little consequence whether the sound was ever meant to be musical or not 
(Dewey, 1934) because no force outside the individual has the power to deprive him or 
her of their unique meaning. As such, music can be understood as a subjective 
construction contextually situated (Stige, 2002) and unique to each individual, culture, 
and/or community (Ansdell, 2004).  
Subjective constructions of reality may overlap (e.g., we are both experiencing the 
object as a table, even if as a different table), but a similar overlap does not occur with the 
objective reality. For instance, I could continue to move myself around the 
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aforementioned table, re-experience it in any number of ways and utilize it to achieve any 
number of ends; the object does not change, but my relationship to it does. The same can 
be said for music. A continuum of experiences manifest, underscoring the importance of 
cycling back to previously visited positions (Tashakkori & Teddlie, 2010). 
The constructivist epistemology is clear, but here is the juncture at which a 
deviation from a constructivist ontology to a realist ontology occurs.  
While critical realism rejects the idea of “multiple realities,” in the sense of 
independent and incommensurable worlds that are socially constructed by 
different individuals or societies…the world as we perceive it and therefore live in 
it is structured by our concepts…Critical realism also holds that these concepts 
and perspectives…are part of the world that we want to understand, and that our 
understanding of these perspectives can be more or less correct. (Maxwell, 2012, 
p. 9) 
This realist ontology, in essence, binds every being together within a shared existence. 
When every individual is allowed their own reality, such relativism my produce disparate 
and potentially isolative realities drifting further and further apart. This empowers the self 
at the expensive of the weakening of the collective. Critical realism wishes to respect the 
individuality of these unique perceptions and constructions while also informing the 
whole.   
3.1.1.2 Symbolic interactionism. Symbolic interactionism is a “dynamic 
theoretical perspective that views human actions as constructing self, situation, and 
society” (Charmaz, 2014, p. 262) in the interest of forming, attending to, and utilizing 
meaning. Meaning assumes a central role in symbolic interactionism, meeting the 
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existential demands of the individual to achieve happiness, identity, and purpose, no 
external validation is necessary, or even invited, to justify that meaning’s function. 
Blumer (1969) outlined three foundational tenets describing the genesis, role, and 
function of meaning: (1) individuals act towards objects based on the meaning they have 
for them, (2) these meanings emerge from social interactions, and (3) these meanings are 
“handled in and modified through” an evolving process of interpretation (p. 2). Here, 
objects are “human constructs and not self-existing entities” (Blumer, p. 68), hearkening 
back to critical realism wherein a table only becomes a table when it is (a) assigned 
meaning and function by the individual and (b) is acted upon by the individual in 
response to that meaning.  
This worldview understands meaning as “arising in the process of interaction 
between people” (Blumer, p. 4), or the encounter as Goffman called it (Burns, 1992). In 
order for meaning to emerge from these interactions a certain level of purposeful activity 
is necessary. There are no empty actions or gestures, only a failure to interpret those 
actions or gestures in the interest of generating and understanding their meaning. Thus, 
symbolic interactionism establishes a reality formed by lived experienced.  
The researcher is challenged to, in turn, to approximate that lived that experience 
as closely as possible. This promotes an embodied empathy and resonance with 
participants’ meanings, as opposed to a more detached engagement. In order to 
accomplish this, the researcher assumes, to the extent possible, participants’ worldview 
so that participants’ environments can be experienced through their unique cognitive and 
emotional constructs. By approximating these lived experiences, researchers are afforded 
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the opportunity to interpret the emergent meanings by “working outward” (Denzin, 2001, 
p. 2) from the individual.    
3.1.1.3 Integrated philosophy. Combining these two philosophies creates a 
framework that emphasizes human agency in the development of individualized meaning, 
interactive systems as the appropriate fertile environment to generate meaning, and lived 
experience as the foundational process of this meaning making. The objective reality 
shared by all people is individually experienced on both intrapersonal and interpersonal 
levels. These subjective experiences of objective reality allow individuals to construct 
individualized understandings and organizations of reality that has meaning and utility 
for them.  
Specific to this study, critical realism provides an approach that honors pre-
bereaved caregivers’ objective reality (i.e., they are living with certain needs that may be 
addressed through engagement with music therapy) and subjective experiences of that 
reality (i.e., the nature of their interaction with music and the care recipient within the 
creative, therapeutic process). This critical realist stance, which seeks balance between 
realism and constructivism, advocates a comprehensive analysis that can capture, 
express, and integrate both perspectives of pre-bereaved caregivers. An additional critical 
realist overlay is music therapy itself. Music therapy is comprised of an objective reality 
(i.e., sound is purposefully introduced in a therapeutic setting) and a subjective 
experience of that reality (i.e., music therapist and patient(s) uniquely interact and engage 
with that sound, understand it as music, and respond with intentionality).  
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3.1.2 Clinical Philosophy 
My practice of music therapy is an integration of existential and Gestalt therapies. 
As an existentialist, I find it incumbent to consider clients as the expert on themselves in 
the pursuit of meaning that offers purpose and direction in life. This is a nondirective 
approach that lends shape to the process but does not steer it. As a Gestalt therapist, I 
seek to uncover authentic systems of interaction between clients and their respective 
environments. This point of interaction is where meaning is developed. Critical realism 
and symbolic interactionism significantly inform both of these theoretical orientations 
and subsequent approaches by installing a philosophical framework emphasizing 
meaning making and human agency. While (as will be described in detail below) I will 
not be the clinician in this study, my experiences as a clinician will inform my 
conceptualization and analysis of the data.  
3.1.2.1 Existential psychotherapy. Existentialism explores how individuals 
manage the “conflict that flows from the individual’s confrontation with the givens of 
existence” (Yalom, 1980, p. 8). This conflict has many faces, but at its core it is a clash 
between the individual’s free will in pursuing meaning and happiness and the demands of 
an external reality not calibrated to indigenously meet those needs. Existential 
psychotherapy builds on this philosophical foundation by focusing not on the alleviation 
of this struggle but on the active engagement with it to develop meaning and purpose 
(Frankl, 1959/2006; May, 1950). It is by working through this conflict that meaning can 
be constructed. Yalom (1980) identified four fundamental conflicts related to individuals’ 
existence and contribute to these struggles: death, freedom, isolation, and 
meaninglessness (p. 8).  
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In end-of-life care, existential psychotherapy assumes an important pre-
bereavement function, one of balanced short-term immediacy with long-term perspective. 
With death near at hand, it is less of a concern and more of a reality. Death has already 
been a pending reality for those who have over the course of their disease process lost 
functioning in their day-to-day life or have been separated from important facets of their 
life. This forces a confrontation that cannot be avoided. Free from the burden of 
dedicating energy to avoiding this existential concern, individuals can accept and 
integrate the reality of death within a larger frame of reference involving legacy. This 
same degree of confrontation occurs for caregivers living with their dying loved one, but 
the focus of this confrontation is more specific. Instead of reflecting on the fuller scope of 
their life, they consider the components of their identity directly related to the care 
recipient, e.g. wife/husband, sister/brother, aunt/uncle, etc., and how that identity will be 
altered and transformed upon the care recipient’s death. Caregivers are subsequently 
challenged to find resolution with those changes.  
For the music therapist, this requires a deep understanding of the psychosocial 
dynamics underlying this identity and the relationship of that identity with the care 
recipient. For instance, how does the caregiver relate to and understand the part of her 
identity that is “wife”, and how does that part of her interact with and relate to the care 
recipient as “husband”? Are their dynamics such that resolution is achievable prior to 
death? Once death occurs and caregivers move into the bereavement stage, will their 
identities move with them? The challenge is to empower caregivers to engage in this 
identity transformation while establishing a space safe enough for this exploration to take 
place.  
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3.1.2.2 Gestalt therapy. Gestalt therapy is “a process psychotherapy with the 
goal of improving one’s contact in community and with the environment in general” 
(Bowman, 1998, p. 106). The focus of the work is on the here-and-now interactions 
between the individual and the environment. Central to Gestalt therapy is the contact 
boundary. The contact boundary is the point of interaction between the self and field “at 
which one experiences the ‘me’ in relation to that which is not ‘me’ and through this 
contact, both are more clearly experienced” (Polster & Polster, 1973, pp. 102-103). It is 
the psychic point upon which the self extends beyond the safety of the internal system to 
interact the immediate surroundings. This emergence from safe shelter allows for 
emotional and spiritual nourishment to be found, physical safety and comfort to be 
sought, and an existential need to develop a functioning niche to be met.  
The primacy of the present does not eschew or dismiss past lived experiences and 
future-oriented plans; rather, “remembering and planning” are honored and 
acknowledged as “present functions” (Polster & Polster, 1973, p. 8). The unique contact 
boundaries between self and past and self and future is the “growing edge…composed of 
a whole range of contact boundaries” (Polster & Polster, 1973, p. 108), providing 
individuals with access to a fuller ecology of experience and knowledge. Zinker (1977) 
expanded on this concept through multilarities. As opposed to polarities wherein there are 
two opposing points of reference around a phenomenon, multilarities construct multiple 
points at once distinct but also connected to one another around that same phenomenon. 
This indicates a multiplicity of potentialities in any one moment of interaction with the 
field. These potentialities are not mutually exclusive but rather co-exist along a 
continuum. 
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Music functions along similar continuums of potentiality and experience. One 
song, lyric, or even isolated musical phrase can evoke multiple overlapping thoughts, 
meanings, and emotions. Thus there any number of avenues for exploration, and the 
emergent therapeutic process is one jointly negotiated and constructed by the 
therapist/client and caregiver/care recipient dyads. Music is the medium for this shared 
meaning to be constructed and expressed.  
3.1.2.3 Integrated philosophy. Existential psychotherapy and Gestalt therapy 
integrate to form an experientially-based process of meaning making that emphasizes 
clients’ agency and self-determination. The music is a co-therapist in this process, 
functioning as the medium for uncovering, exploring, and actualizing meaning. The 
therapist’s function is to bear witness by creating safe space, establishing a 
compassionate presence, and offering guidance as needed to ensure a productive process 
of “working through” for the client.  
The existentialist notion of confrontation in therapy is congruent with the Gestalt 
concept of the contact boundary. In both, there is an authentic meeting and temporary 
enmeshing of the self with an object that can be of use to the individual. Critical realism 
informs this practice by creating distinctions between the objective reality, e.g. “My 
husband is dying”, and the subjective construction of that reality, e.g. “I can be loving 
and compassionate while my husband becomes weaker”. Symbolic interactionism offers 
similar philosophical ground by stressing the primacy of social interactions and the 
importance of individual responsibility in the initiating and interpreting of those 
interactions.     
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3.2 Design 
 
The purpose of this study was to identify the needs experienced by bereaved 
caregivers during pre-bereavement and develop a preliminary theory about how, at the 
time, those needs were met in music therapy. While there are limitations of understanding 
pre-bereavement solely through retrospective data, the knowledge base in the music 
therapy literature was insufficient for conducting a clinical trial with pre-bereaved 
caregivers. By collecting retrospective data from bereaved caregivers who already 
experienced both pre-bereavement and music therapy, future researchers will be better 
positioned to design interventions and assign conditions (e.g., frequency, setting) for 
studies collecting prospective data.  
The specific research questions were: 
1. What biopsychosocial needs are present for caregivers of hospice patients 
during pre-bereavement? 
2. Which of those needs was music therapy able to address during that period? 
3. What was the process by which those needs were met in music therapy, and 
what, if any, aesthetic or creative features were integral to that process?  
Grounded theory analysis was utilized to address these questions. Presently bereaved 
caregivers who experienced music therapy with their care recipient during pre-
bereavement were individually interviewed. This data was analyzed to develop initial 
understandings of what pre-bereaved caregiver needs music therapy may address and 
how those needs were met. The end result was an emergent theory about how music 
therapy can be most effective and meaningful for pre-bereaved caregivers. Figure 1 
outlines this design. 
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Figure 1. Data collection and analysis flowchart 
 
 
3.3 Setting and Participants 
 
The settings for this study were Samaritan Healthcare & Hospice and Gilchrist 
Hospice Services. Samaritan is a not-for-profit hospice serving five counties in southern 
New Jersey. They are a larger hospice with approximately 300 employees serving 500 
patients. They are accredited by the Joint Commission, the highest standard of quality 
oversight in healthcare, and are members of several national and regional healthcare 
organizations, such as the National Hospice and Palliative Care Organization, dedicated 
to improving end-of-life care for the community. Samaritan’s current music therapy 
program has been in place for three years. Gilchrist Hospice Care is a not-for-profit 
hospice and the largest hospice in Maryland with a census of over 1000 across the state. 
They have a number of specializations including work with children, veterans, and the 
Jewish community. Their music therapy program has been in place for three years with 
two full-time music therapists now on staff. 
 The clinicians in this study were different from the researcher, and their roles will 
be clarified over the duration of this chapter. Both clinicians were board certified music 
therapists for over a decade with subsequent graduate level training. Both started their 
respective hospice programs three years ago.  
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The sampled population were bereaved familial hospice caregivers who recently 
lost a loved one and who had experienced music therapy while their loved one (the care 
recipient) received hospice services. Consistent with two recent exploratory grounded 
theory studies exploring caregiver experiences that utilized sample sizes of 14 (Bucki & 
Baumann, 2015) and 20 (Abendroth, Lutz, & Young, 2012), the projected sample size for 
this study was 20 participants. Inclusion criteria was:  
a) Caregivers who were present for the majority of the care recipient’s hospice 
music therapy sessions.  
b) Caregiver engagement in these sessions could have been either passive or active 
as long as they remained attentive and present throughout. The nature of the 
caregivers’ engagement in past music therapy sessions will be determined by the 
music therapist as the care recipient will have been one of her former patients. 
The extent to which caregivers were attentive and present in session will be 
determined by the music therapist based on the following factors: engagement in 
the music, engagement in discussions, eye contact, body language, affective state, 
and response to the therapeutic process. 
c) Sampling was based on the maximum variation principle (Patton, 2015), meaning 
that various demographic dimensions were targeted. To that end the sample 
sought to represent at least the following demographic characteristics: 
 spousal caregiver 
 non-spousal caregiver (e.g., child, parent, friend, etc.)  
 caregiver older than 65-years-old  
 caregiver younger than 65-years-old 
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 caregiver for more than 5 years 
 caregiver for less than 5 years 
These categories represent three demographic dimensions of caregiving: caregiver 
relationship to care recipient, age of caregiver, and duration of caregiving. This 
maximum variation sampling is well suited for achieving greater representation 
across a population in small scale, exploratory studies in which random sampling 
is not possible. This method is also consistent with theoretical sampling, the 
traditional grounded theory sampling method whereby participants are selected 
with the intention to test the emerging theory. As theory emerges, caregivers who 
can best inform the emerging theory will be selected along the demographic 
dimensions and categories named here.   
d) Caregivers had been in bereavement between 3-12 months. The period of 3-12 
months has been selected to provide appropriate time for caregivers to have 
perspective on their pre-bereavement experiences and feel safe in openly 
discussing those experiences while staying within the 12-months of bereavement 
follow-up that all hospices under Medicare’s Conditions of Participation (2008) 
engage in.  
Exclusion criteria was:  
a) caregivers with a current diagnosis of mental illness related to psychosis 
b) caregivers with mild developmental disabilities or cognitive limitations 
c) caregivers with significant hearing impairments. 
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3.4 Data Sources 
 
 Semi-structured interviews were conducted by the researcher with participants. 
These interviews were conducted individually either by phone or in person depending on 
the preference and availability of the participant. Individual interviews, in contrast to 
focus groups, were deemed most appropriate due to geographical limitations and the 
potential transportation limitations of caregivers. The interviews focused on participants’ 
experiences in music therapy while the care recipient was receiving hospice services. In 
order to capture a full understanding of the music therapy process, emphasis was placed 
on the aesthetic and meaning making features of the process and how those features 
impacted the wellness of both care recipient and caregiver. The following questions 
guided the semi-structured interview: 
 Please describe your overall experience with music therapy during your loved 
one’s care under Samaritan Hospice/Gilchrist Hospice. 
 Looking back on music therapy, what parts of the music stand out to you? 
 How would you describe how you felt when engaging with the music? 
 What was it like sharing in the music experience with your loved one? 
 What kind of responses did you observe from your loved one in music therapy? 
 Can you describe one particularly meaningful moment in music therapy? 
 Can you please share what you remember your needs being as a caregiver during 
that time? 
 Were any of those needs addressed during music therapy? If so, can you describe 
how? 
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3.5 Procedures 
 
3.5.1 Recruitment 
Bereaved caregivers were initially referred by the music therapist clinicians at 
each research site. The music therapists used a screening sheet developed by the 
researcher to screen past care recipients according to the inclusion/exclusion criteria 
listed above (Appendix A). Upon identifying eligible participants, the music therapist 
contacted eligible caregivers via phone call as either part of the caregiver’s regularly 
scheduled bereavement phone calls from the hospice or as an additional phone call in 
consultation with the bereavement director. The music therapist introduced the study as 
research examining music therapy services during hospice, asked the prospective 
participants if they are willing to speak with the researcher about their experiences. If 
interest in participating was expressed, the music therapist requested their permission for 
their contact info to be shared with the researcher in order to schedule an in-person visit 
to the caregiver at a place of their choosing to obtain informed consent. $20 gift cards 
were offered to all participants at the time of the interview. 
3.5.2 Consent  
After receiving a referral of an eligible participant from the music therapist, the 
researcher contacted the eligible caregiver to set up a time to meet at their house or 
another place of their preference. During this meeting, the researcher discussed study 
details and obtained informed consent. During the informed consent process, the 
participant was informed of the purpose, procedure, risk/benefits, and confidentiality 
measures of the study for which they are volunteering. Participants were asked for their 
voluntary consent for audio recordings to be used for future educational purposes but 
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with explicit and clear explanation that declining has no bearing on their eligibility for the 
study. The individuals were requested to read and sign the informed consent form and 
complete a demographic information form (See Appendix B for demographic information 
form). 
3.5.3 Data Collection 
All in-person interviews were conducted immediately following completion of 
informed consent, and telephone interviews were completed within 48 hours of receipt of 
informed consent. Interviews were conducted in person at a place of safety and comfort 
for the participant that allows for uninterrupted and relative quiet, or via phone. The 
length of the interview was approximately 60 minutes.  
Data saturation, the point at which no new themes are being developed from the 
raw data, is a hallmark of grounded theory (Charmaz, 2014; Corbin & Strauss, 1990). 
While 20 is a small sample size for a grounded theory study, Abendroth and colleagues 
(2012) achieved data saturation with that same sample size in their exploratory grounded 
theory study. In this study, data saturation was defined as the point when no new themes 
were developed as related to pre-bereavement experiences and music therapy.  
3.5.4 Data Storage and Management 
All interviews were recorded on a password protected tablet. Each interview was 
transcribed and de-identified following the interview. All transcribed were assigned a 
Personal Identification Number (PIN). After the transcription was double-checked for 
accuracy, the audio recording was deleted from the computer and the share drive. Each 
transcription was stored as permanent records of the research in compliance with IRB 
regulations in a locked file cabinet in the secure research data filing room on the 2nd floor 
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of Three Parkway at Drexel University. A contact sheet with the participants’ names and 
phone numbers will be stored on an encrypted Drexel University computer. This contact 
sheet was deleted immediately following completion of the study. 
3.5.5 Human Subject Protection 
Ethical approval for conducting research using human subject participation was 
obtained from Drexel University Institutional Review Board (IRB 1510004003), 
Samaritan Hospice’s Vice President of Quality and Compliance, and Gilchrist Hospice 
Care’s Clinical Director and CEO. Caregiver participation was voluntary and open to all 
eligible participants during a 6-month recruitment period. All prospective participants 
met the IRB approved inclusion/exclusion criteria.   
3.6 Data Analysis 
 
The collected data was analyzed using grounded theory to determine (a) what 
needs were most important to this sample of bereaved caregivers, (b) which of these were 
addressed in music therapy according to their report, (c) the underlying experiences of 
living with those needs and having them met (or unmet), and (d) the therapeutic 
processes that were effective (or ineffective) in the meeting of those needs. Grounded 
theory’s “ultimate aim is to produce innovative theory that is ‘grounded’ in data collected 
from participants on the basis of the complexities of their lived experiences in a social 
context” (Farrigan, 2005, p. 157); this soundly situated the method as ideal for expanding 
on the existing knowledge base by promoting a comprehensive understanding of not only 
what is effective about music therapy during pre-bereavement but how and why. This 
analysis yielded an emergent and evolving theory about the role of music therapy in 
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addressing pre-bereavement caregiver needs and the process by which these needs are 
addressed.  
As grounded theory evolved from its roots as a post-positivist, qualitative 
response to the dominant post-positivist, quantitative research in the mid-20th century 
(Amir, 2005; Clarke, 2005), new paradigms developed over subsequent decades of 
philosophical discourse (e.g., Charmaz, 2014; Clarke; Strauss & Corbin, 1990). Two of 
those paradigm’s - Charmaz’s constructivism and Clarke’s postmodernism -  share a 
similar foundation of values and epistemology (Clarke, 2003) that are congruent with this 
study’s holistic and contextual examination of caregiver pre-bereavement. Previous 
research exploring lived human experiences (Khaw, 2012) has integrated the methods 
advocated by each, and that integration was adopted for this data analysis. 
3.6.1 Epistemological Foundations 
Constructivist grounded theory, perhaps the most influential paradigm shift in 
grounded theory over the past decade, has sought to honor grounded theory’s original 
“inductive, comparative, emergent, and open-ended approach” (Charmaz, 2014, p. 12) 
but with a significant “turn” towards (a) increased methodological flexibility and 
malleability with focus on simple and direct coding, (b) acknowledgement and 
integration of researcher subjectivity including bias and values, and (c) context-
dependent perspectives on data collection and analysis. These “turns” were informed by 
social constructionism’s increased emphasis on “social contexts, interaction, sharing 
viewpoints, and interpretive understandings” (p. 14). Additionally, “viewing the research 
as constructed rather than discovered fosters researchers’ reflexivity about their actions 
and decisions” (p. 13). Integral to these constructions is a time-ordered process “that may 
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have identifiable markers with clear beginnings and ending and benchmarks in between” 
(p. 17).  
Postmodern ground theory refocuses on, and nourishes, grounded theory’s roots 
in pragmatism and symbolic interactionism. In doing so, grounded theory is better 
positioned to explore phenomena in an increasingly heterogeneous and diverse world 
(Clarke, 2005). “If modernism emphasized universality, generalization, simplification, 
permanence, stability, wholeness, rationality, regularly, homogeneity, and sufficiency, 
then postmodernism has shifted emphases to partialities, positionalities, complications, 
tenuousness, instabilities, irregularities, contradictions, heterogeneities, situatedness, and 
fragmentation-complexities” (Clarke, 2005, pg. xxiv). In other words, complex social 
phenomena lack the clean lines necessary to assume that researchers can remain objective 
and that experiences can be reduced to polished theoretical constructions.  
Making this movement around the postmodern turn requires an embrace of the 
messy complexities inherent to intersubjective phenomenon in order to “complicate our 
stories, represent not only difference(s) but even contradictions and incoherencies in the 
data, [and] note other possible readings” (Clarke, 2005, p. 15). Postmodernism provides 
the philosophical soil for such ideas to take root by casting  
the doubt that any method or theory, discourse or genre, tradition or novelty, has a 
universal claim as the “right” or the privileged form of authoritative knowledge. 
Postmodernism suspects all truth claims of masking and serving particularly 
interests in local, cultural and political struggles…it opens those standard methods 
of inquiry and introduces new methods, which are also, then, subject to critique. 
(Richardson as cited in Clarke, 2005, p. xxvi) 
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Such complexities are inherent to a home-based caregiving situation given the additional 
overlays, on top of the care recipient’s declining health, of family dynamics, 
environmental considerations (e.g. living situation, financial situation, etc.), and other 
non-medical factors that may impact daily caregiving. To fully capture such complexities 
and their relationship to the studied phenomenon, Clarke advocated for situational 
analysis using a method of mapping. This situational analysis, to be further described 
below, will be used following initial coding.  
 Across both paradigms there are shared principles of researcher reflexivity, 
context dependent analysis and transferability, and flexibility to emergent conditions and 
needs as the study progresses. These principles will inform the analysis, and the methods 
outlined by both Charmaz (2014) and Clarke (2005) will be integrated to reflect the 
adoption of those principles.  
3.6.2 Process of Analysis 
Analysis was principally comprised of initial, focused, and selective coding 
(Charmaz, 2014), situational analysis (Clarke, 2005), and rigorous memoing. The 
qualitative analysis software MAXQDA was used for coding. These coding phases did 
not prescribe methods or approaches, but rather encompassed a constellation of methods. 
This analytical malleability allowed the analysis to maintain optimal analytical relevancy 
to the data set. The incorporation of situational analysis represented that very 
malleability. The analytical memos were instrumental in helping the researcher to be 
aware of such issues and come to well-reasoned decisions. Before describing the coding 
phases in greater detail, situational analysis will be introduced as it factored into multiple 
phases.  
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3.6.2.1 Situational analysis. Situational analysis is an integral research approach 
that “allows researchers to draw together studies of discourse and agency, action and 
structure, image, text and context, history and the present moment – to analyze complex 
situations of inquiry broadly conceived” (Clarke, 2005, p. xxii). Such eclecticism 
provided the researcher multiple points of approach for observation and analysis. To this 
end, graphical maps were the primary tool in situational analysis. The two broad goals of 
these maps are to first to “descriptively lay out as best one can all the most important 
human and nonhuman elements in the situation of concern” followed by “doing relational 
analyses, taking each element in turn, thinking about it in relation to the other elements 
on the map, and specifying the nature of that relationship” (pp. 86-87). While Clarke 
stressed three such maps (situational, social worlds/arenas, and positional), only 
situational maps were used as the purposes of the map most directly align with the stated 
research questions and the collected data. 
Situational maps are used to fully explore questions such as: Who and what are in 
this situation? Who and what matters in this situation? What elements “make a 
difference” in this situation? (Clarke, 2005, p. 87). Specific to this study, these questions 
called attention to that which constituted the caregiving environment. Some of the 
situational features captured in interviews were the nature of the home setting, present or 
absent family members, the music (its performance and caregiver/care recipient/music 
therapist engagements with the performance), and implicit subtexts, such as privilege 
(e.g., access to home care services and community resources). Salient to identifying what 
elements “make a difference”, pivotal moments in the therapeutic process were explored, 
as best able, within the interviews and in the mapping. 
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There were three phases of the situational map. The first was a messy/abstract 
map wherein the initial codes were written out in a purposely disorganized and haphazard 
manner (Figure 2). Starting out in chaos provided opportunity to start without 
preconceptions as to how the codes relate and interact. This also allowed for a 
deconstruction of unseen constructs and patterns that are only revealed once re-
constructed. Stimulating thought in this manner helped avoid an “’analytic paralysis’ 
wherein the researcher has assiduously collected data but does not know where or how to 
begin analyzing it” (Clarke, 2003, p. 560). While one map may be sufficient in this 
model, multiple maps were constructed in this study in order to best accommodate the 
codes.  
 
 
 
 
Figure 2. Abstract/messy mapping during interviews 
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The second phase was an ordered/working map that organizes the “mess”. Here, 
the initial codes become focused as convergences and divergences come into view within 
the organizing structure of categories. Clarke (2005) suggested types of categories (e.g., 
sociocultural/symbolic, temporal, spatial) as an initial guiding template, but stressed that 
they need not be preassigned. Indeed, Khaw (2012), who utilized situational analysis in 
exploring how new family boundaries emerge after leaving an abusive partner, 
constructed original, data-guided categories. As they are constructed, categories are 
organized and filled out in with no particular order or narrative intent so that they may 
remain provisional and fluid over the course of analysis. Categories also provide a visual 
representation useful for post-mapping memoing for “noting new insights, signaling 
shifts of emphasis or direction, [and] detailing further directions for theoretical sampling” 
(Khaw, 2012, pp. 89-90). 
The third phase was a relational analysis map wherein the relation of each initial 
code to the other initial codes on both the messy/abstract and ordered/working maps are 
explored. When a relationship is thought to be found a circle is drawn out of the 
foundational element with a line drawn to that which it is associated with. This serves the 
simultaneous functions of broadening and deepening the researcher’s understanding of 
the situation while also providing the opportunity “to decide which stories – which 
relations – to pursue” (Clarke, 2005, p. 102). Khaw (2012) additionally wrote out explicit 
questions when such relationships were uncovered, challenging herself to explore how 
and why such relationships existed and functioned. Figure 3 shows a sample 
ordered/working map with a relational analysis.  
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Figure 3. Sample ordered/working map with relational analysis for pre-bereavement 
experiences 
 
 
Charmaz’s (2014) constant comparative method of analysis was used throughout 
the construction of the maps. Comparisons are made between participants, codes, and 
categories with the intent to reconstruct the deconstructed patterns, relationships, and 
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constructs into “coherent categories of meaning” (Fassinger, 2005). Through this 
recursive process of deconstruction and reconstruction the researcher gained insight into 
how participants “understand their situations before [researchers] judge their attitudes and 
actions through [their] own assumptions” (Charmaz, p. 133).  
3.6.2.2 Initial coding. Initial coding was the researcher’s first interactions and 
immersion into the data. The focus of these explorations were on the rich descriptions of 
“visibly compelling and consequential scenes and actions” (Charmaz, 2014, p. 125). Data 
were coded for gerunds, or actions, rather than topics or themes.  Coding actions helped 
the researcher stick more closely to the data and avoid loftier, more intellectualized 
interpretations. This provided insight into what participants did, rather than what the 
researcher perceived them to have done, and helped establish a temporal sequence of 
events (e.g. “Singing the selected song resulted in brightened affect”).  
As codes were developed, it was important for comparisons to be integrated into 
the analysis. This comparative analysis sought commonalities and differences across 
similar incidents experienced by two different participants.  
Initial coding began with note-taking during the interviews. These notes became 
an abstract mapping of the raw data as it was being expressed by caregivers (Figure 2). 
This mapping of the narrative as it was shared by the caregiver provided two crucial yet 
previously unconsidered elements of the overall analysis: (1) caregivers’ creative, 
performative storytelling of their experiences and (2) my initial empathic understanding 
of those experiences. As in-the-moment reflections, they were emotionally-centered 
constructions that aligned with the similarly emotionally centered storytelling of the 
caregivers, providing an authentically empathic response to caregivers’ narratives. 
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Notetaking was a verbal mapping of my nonverbal responses to, not only 
caregivers’ stories, but the telling of those stories, responses that were at times kept 
internal and other times outwardly shared through reflections and open-ended questions. 
These responses, in turn, became open codes. In Figure 2 some of those codes, such as 
“cooking” and “activities/crafts” as previously shared caregiver/care recipient 
experiences, can be seen. A relational analysis of the open codes in these maps, evident in 
Figure 2 with the circles and arrows connecting the various elements, was conducted. The 
abstract map deconstructs the complexities of the data set, and the relational analysis is a 
reconstruction of that “messy data” that allows for previously unknown perspectives to 
become conscious. True to form, the relational analysis at this stage revealed the latent 
content underneath the emotionally infused language and storytelling. This content 
reflected the two principal foci in the interviews: caregiver pre-bereavement experiences 
and music therapy. 
Codes were organized into parent codes that were, in turn, populated by child and 
grandchild codes.  Coding the transcripts was conducted from a more cerebral analytical 
stance, in contrast to the emotionally-centered mapping of the interviews. Whereas 
mapping during the interview had me in close proximity both to the caregiver’s expressed 
emotions and my own emotional responses, the process of transcribing and critically 
reading the interviews provided a greater analytical distance from the source material. 
Thus close and emotional coding focused on gerunds (or actions) versus distanced and 
analytic coding, which focused on broader contextual understandings.  
For instance, in contrast to the close and emotional coding of previously shared 
experiences as “cooking” and the feelings of “happiness” it elicited, the distanced and 
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analytic coding of shared experiences from the same interview resulted in “loss of mutual 
contact” and “adjustment to loss of independence”.  The distanced and analytic stance 
enabled a dispassionate focus on the broader concepts being implicitly and explicitly 
communicated, and the resulting analysis moved the lens from the action (i.e., “cooking”) 
to the meaning of those actions (i.e., “loss of mutual contact”) given present contexts 
(i.e., care recipient’s health declines). This shifting lens offered a comprehensive view by 
juxtaposing the gerund within the context, so I not only understood what was taking place 
in the caregiving situation but also how it was impacting the caregiver and why. In turn, 
core stories began to emerge that indicated a transition into a focused coding that could 
elaborate these stories. 
3.6.2.3 Focused coding. Focused coding identified and developed those initial 
codes with the greatest analytical weight and relevancy, moving away from the concrete 
ideas of the initial codes to nurture more abstract, conceptual ideas. By comparing codes 
to codes, the researcher could “sift, sort, synthesize, and analyze large amounts of data” 
(Charmaz, 2014, p. 138). Charmaz recommended an emergent, data-guided process of 
focused coding as compared to the more common procedural axial coding. Clarke’s 
(2005) situational analysis using graphical maps, while a pre-conceived method of 
analysis, allows for a creativity in the construction, organization, and utilization of the 
maps such that it satisfies Charmaz’s call for emergent methods. As such, situational 
analysis was the primary approach to focused coding. 
Emerging from this process were core categories and accompanying core stories. 
Core categories are categories central to understanding the phenomenon in question; the 
theoretical mechanism or relationship was not yet fully explicated, but the core categories 
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provided the necessary parameters to engage in that theoretical coding. From each core 
category emerged “a ‘core’ story, a brief narrative of the most important aspects of the 
data, subsuming all the other categories and articulating their relationships to the core 
story” (Fassinger, 2005, p. 161), was generated. The task at this juncture was explicating 
the relationship between the core category and the family of codes comprising the 
category. The resulting “theoretical story” strived to be “lucid, understandable, and 
hopefully compelling” (LaRossa, 2005, p. 850). 
Coding of the data began with a return to situational analysis. Mapping was used 
once more as an invaluable tool for organizing and comparing the data. In contrast to 
mapping during initial coding which sought order in the chaos of raw data, mapping at 
this stage sought chaos from the codes. The parent codes were interacting to form one or 
more core categories that were not yet visible, so a deconstruction of those codes and 
reordering of them was necessary in order to reveal their latent interactions. 
To achieve this, abstract/messy maps were created for each target area. For these 
maps the child codes were detached from the organizing element of the parent code and 
randomly mapped in the messy map; this positioned me to re-examine the codes and 
explore additional ways in which they interacted. Additionally, child codes not 
previously subsumed under a parent code were included to ensure that no relevant 
relationship would be overlooked.  
Multiple messy maps were created as a way of continuously circling around the 
data in order to adopt multiple angles. Relational analyses of these maps, as a means of 
engaging in the constant comparative of data, were critical at this stage. Ordered/working 
maps, wherein the new relationships among the child codes were listed, followed. Once 
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created, they were subject to a final round of relational analysis. These recursive 
relational analyses ensured a comprehensive examination of not only what comprised 
these caregiving and music therapy experiences but how those elements interacted to 
form a complex whole.  
Focused coding also involved two concurrent processes that played important 
roles in the development of this analysis: reflexive inquiry (Appendix C) and establishing 
trustworthiness (Appendix D). 
 3.6.2.4 Selective coding. Selective coding was the final stage of the analysis, 
during which theoretical codes were constructed and then organized into a relational 
model explaining how the core categories interacted. This relational model delineated the 
mechanisms in play among the interactions between caregivers, pre-bereavement, and 
music therapy. Core stories developed during focused coding were utilized as a creative 
lens through which to view and understand these interactions. Guiding questions were 
also constructed to help this process. 
 An additional strategy was drawing from the literature to help shape the 
conceptual model. This was to ensure that the form and function of the model was not 
divorced from the available knowledge base; at the same time, the influence of the 
literature was kept very limited so that the genesis of the model was primarily from the 
collected data.   
 Of note, as the literature review was revisited to complete suggested committee 
revisions, one of the edits was addressing additional dimensions of resiliency. That re-
entry into the literature led me to various foundational resiliency models with one, the 
indirect model of risk and resilience (Masten, 2001), particularly resonating with the 
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direction of this analysis. This model provided a conceptual organization for 
understanding the interactions between the core categories, and was subsequently 
adopted as an evolving framework. Eventually, I drew upon ritual drama, a topic I have 
previously written about (Potvin, 2015), to assist this framework’s ability to 
conceptualize the music therapy process. 
 This process is being elucidated in efforts to provide transparency of the 
analysis. A hallmark of grounded theory is deriving findings from the dataset rather than 
from researchers’ pre-conceived notions by or pre-existing findings in the literature. At 
the same time, it is impossible to fully bracket oneself off from knowledge collected prior 
to the study or from knowledge gleaned in the development of the study. Thus, in order to 
instill confidence that the resulting theoretical codes truly were built up from caregiver 
interviews, the process has been re-constructed at each step of the coding along with 
transparency as to the initial influences of the resiliency model.    
3.6.2.5 Memo-writing. Memo-writing, the vital process of exploratory writing 
that accompanies coding, “creates an interactive space for conversing with yourself about 
your data, codes, ideas, and hunches” (Charmaz, 2015, p. 162). This exploratory and 
creative space was an additional space for deconstructing and reconstructing the raw data 
occurred to form codes, categories, and theoretical propositions. Additionally, memo-
writing was integral in establishing the study’s trustworthiness as it “provid[ed] a record 
of conceptual, procedural, and analytic questions and decisions” (Fassinger, 2005, p. 
163). Tasks accomplished in the memo-writing included defining codes and categories by 
their analytic properties; detailing the therapeutic and relational processes subsumed by 
the codes and categories; engaging in comparative analysis between data, codes, and 
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categories; leaving a detailed description of the analytic process; and identifying gaps in 
the analysis (Charmaz). A journal was kept for both informal written entries and long 
form explorations of emerging codes and categories.  
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CHAPTER 4: RESULTS 
 
Analysis of the data resulted in the music therapy model for pre-bereaved 
resiliency development in informal hospice caregivers. This model explicates a 
theoretical avenue for conceptualizing music therapy practice during pre-bereavement. 
Two core categories were constructed –  normalcy multilarity and collaborative 
musicking – with each telling a “core story”: normalcy multilarity about caregivers’ pre-
bereavement needs and collaborative musicking about caregivers’ experiences in joint 
music therapy sessions with the care recipient. These categories and their stories 
interacted to tell the broader, more comprehensive “theoretical story” about how joint 
music therapy sessions addressed pre-bereavement needs for caregivers. Theoretical 
codes were constructed from the theoretical story, forming the pillars of the resiliency 
building model.  
This chapter will begin with an overview of the research participants and settings. 
The sections following will be organized by the coding phase (i.e., initial coding, focused 
coding, and selective coding), wherein a report of the findings at that analytic stage will 
be presented. 
4.1 Participants and Settings 
 
A total of 16 caregivers were referred for the study: eight from Samaritan 
Healthcare & Hospice and eight from Gilchrist Hospice Care. Of those 16, 14 
participated. Both of the referred caregivers who did not participate did not respond to 
three follow up inquiries to schedule a time to sign consent and participate in the 
interview. Another caregiver did initially withdraw shortly before her scheduled 
interview due to the emotional difficulties of her bereavement process, but she was 
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invited to reach out at a later date when better situated to share her experiences. Two 
months later she reached out once more and participated. Data collection ranged from 
January 2015 through June 2015. This was two months longer than originally planned but 
was extended due to recruitment challenges.    
Interview lengths ranged from 45-90 minutes. All but two interviews were 
conducted in caregivers’ homes; the remaining two were held in private study areas of 
local libraries. While theoretical sampling was not possible due to the difficulty of 
obtaining study participants, interview questions and foci were responsive to the ongoing 
analysis (e.g., increased focus on what constituted “normal” for caregivers). Despite the 
sample size being on the lower end of the spectrum typical for exploratory grounded 
theory studies, data saturation was reached for two reasons: (1) As will be detailed below, 
the sample was inadvertently homogenous and (2) the research goals were broad and did 
not require an exhaustively deep exploration into the nuances of a specific caregiver 
experience or particular music therapy intervention in order to answer the posed 
questions. 
4.1.1 Recruitment challenges 
 The most significant challenge was obtaining enough referrals that fit the 
inclusion criteria. While one research site (Samaritan Healthcare & Hospice) was 
originally recruited for this study, soon after IRB approval it became apparent that the 
projected number of potential caregivers from this facility was less than anticipated. I 
subsequently added Gilchrist Hospice Care in Baltimore, MD as an additional site.  
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4.1.2 Caregiver characteristics 
In spite of the maximum variation sampling plan (see method section), the 
resulting sample was, unexpectedly, largely homogenous. This homogeneity was most 
readily apparent in regards to ethnicity (Caucasian/White, n = 13; Asian, n = 1), sex 
(female, n = 11; male, n = 3) and care recipient hospice diagnosis (dementia, n = 12; 
failure to thrive, n = 1; stroke, n = 1).  
Hospice diagnosis was not considered during development of the sampling 
strategy but it ended up playing a significant role. All but one care recipient had a hospice 
diagnosis of dementia and failure to thrive, which are long-term progressive diseases that 
demand a prolonged commitment from caregivers. The remaining care recipient had 
suffered a stroke and also happened to be born with a profound intellectual disability and 
other health complications that required lifelong caregiving by the caregiver. As such, all 
15 caregivers can be understood as having cared for care recipients with protracted 
decline. This is in contrast to caring for individuals who are diagnosed with severe 
illnesses late in the disease process, such as Stage IV cancer or a severe heart attack, and 
died soon after diagnosis.   
This study attempted to use maximum variation sampling along three dimensions 
– caregiver relationship to care recipient, age of caregiver, and duration of caregiving – 
in order to obtain a picture of informal hospice caregiving comprising a wide range of 
experiences (Table 1). Ultimately the explicit selection of participants to equally populate 
each dimension was not possible due to recruitment difficulties. Nevertheless, the use of 
these dimensions provided a revealing landscape of those caregivers willing to 
participate. 
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When cross-tabulated, the two best represented typologies were (1) non-spousal 
caregivers younger than 65 who provided care for more than 5 years (n = 3) and (2) non-
spousal caregivers younger than 65 who provided care for less than 5 years (n = 5). 
Duration of caregiving was more split, but it was too broadly defined a dimension to 
draw any conclusions from. For many, caregiving had initiated years prior to them 
assuming primary caregiving responsibilities, and the demarcation between those two 
types of caregiving and the influence of those past experiences on the present were not 
clear in this study. 
 
 
Table 1. Caregiver characteristics across maximum variation dimensions 
Caregiver relationship to 
care recipient 
Age of caregiver Duration of caregiving 
Spousal 
(2 caregivers) 
Older than 65 
(3 caregivers) 
More than 5 years 
(6 caregivers) 
Non-spousal 
(12 caregivers) 
Younger than 65 
(11 caregivers) 
Less than 5 years 
(8 caregivers) 
 
 
 
Ultimately, female non-spousal caregivers younger than 65 who cared for care 
recipients with long-term progressive diseases was the most represented bloc of 
caregivers (n = 9). The four demographics comprising this sample – sex of caregiver, 
caregiver relationship to care recipient, age of caregiver, and care recipient’s hospice 
diagnosis – lead to important follow-up questions about how representative this sample is 
of the populations of (a) dementia caregivers, (b) caregivers participating in joint music 
therapy sessions with care recipients, and (c) caregivers willing to discuss their 
experiences of caregiving and music therapy. These questions will be more thoroughly 
outlined and explored in Chapter 5.   
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While referrals overall remained low, caregivers were self-motivated to recall 
their experiences with music therapy. This was evident in that only two caregivers 
accepted the gift cards offered as compensation for their time. Those that declined 
expressed feelings that sharing their caregiving stories through this study was a way of 
“paying it forward” to future caregivers, and it appeared that accepting any monetary 
compensation for their participation would (in their minds) taint the purity of their 
intentions. Additionally, it was shown that music therapy services began, on average, 
within 3 weeks from the start of hospice care, with a range of 1 week to 2 months. These 
numbers suggest that caregivers were relatively quick to recognize the potential value of 
music therapy and were similarly self-motivated for the service to begin. Care recipients 
received hospice services, on average, for 7 months, with a range of 6 weeks to 3.5 years. 
4.2 Interviews 
 
Interviews followed two general target areas: caregivers’ experiences of pre-
bereavement and their experience of joint music therapy sessions. Opening questions 
focused on the circumstances dictating caregivers assuming primary caregiver 
responsibilities. This not only provided necessary background about the care recipients’ 
health declines and caregivers’ corresponding responsibilities, but also provided 
caregivers concrete topics to ease into the conversation with. Engaging with these factual 
topics, which did not challenge caregivers as much as those regarding their personal 
process of readying and saying goodbye, fostered a trusting rapport and safe interview 
setting. Once those features of trust and safety were in place, interviews were able to shift 
from surface level content to deeper, more emotional and spiritual components.   
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Scaffolding the content of the interviews in this manner had an additional benefit: 
it fostered, not just a recalling, but a storytelling of the events. With the focus on story, 
caregivers could integrate creative elements in sharing their experiences of pre-
bereavement and music therapy experiences. These creative elements were performed by 
caregivers in the sense that, when telling the story, they lent certain passages greater 
conviction, intensity, and purposefulness than others that indicated their importance.  
One example of this creative nonfiction (Barone, 2008) came from a caregiver’s 
description of her family’s history with music: 
“As I said we are from New York. I grew up fortunate at that time to be able to go 
to musicals - they were a lot more affordable and it was amazing. And mom and 
dad, when they met, he was from Oklahoma and the first date or several dates 
later went to the musical Oklahoma, so that was a very special musical. I sang the 
song Somewhere Over The Rainbow when I was at camp and because I was the 
tallest I was made to be Dorothy, and it was probably awful but mom was like 
‘Well, you got through it”. But anyways, so Somewhere Over The Rainbow was 
an important one. Anyway [the music therapist] played that, she played a lot of 
musicals, she played a lot of New York themes – Frank Sinatra, New York New 
York – and it just was incredible.” 
Three narrative strands are interwoven in this passage – how her parents used 
music to meaningfully relate, the importance of music therapy drawing upon this 
historicity, and her own struggles with musicking – that illustrated a complex weave of 
musical relating within her family structure. The creative, performative element to the 
storytelling came in the sequencing of these three narratives. By moving from the 
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importance of music to her struggles with music then to the importance of music therapy, 
she addressed the struggle of being unable to connect with her mother using music and 
the corresponding gratitude for music therapy’s role in fostering that musical relating.  
4.3 Initial Coding 
 
Initial coding was conducted with the interview transcripts as described in Section 
3.6.2.1 in Chapter 3. The following sections will review the parent/child codes and 
evolving theoretical postulations constructed along the two interview trajectories: pre-
bereavement experiences and music therapy. 
4.3.1 Pre-bereavement experiences  
Four parent codes were constructed from the pre-bereavement experiences 
 
trajectory: caregiver origins, caregiver challenges, continuous losses, and normalcy 
(Table 2).  
 
 
  
Table 2. Initial coding of caregiver pre-bereavement experiences (continued) 
Interview target area Parent codes Child codes 
Pre-bereavement 
experiences 
Caregiver origins Inherent duty 
Inherent responsibility 
Voluntary role 
Forced role 
Caregiving challenges Completing ADLs 
Health struggles 
Self care 
Medical decision-making 
Long-term care facility 
shortcomings 
Continuous losses Independent functioning 
Interpersonal relating 
Shared experiences 
Normalcy Pre-illness 
Pre-bereavement 
Post-death 
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4.3.1.1 Caregiver origins. Caregivers’ characterizations of their pre-bereavement 
experiences varied a great deal, with one significant factor being the circumstances of 
them assuming the role as primary caregiver for the care recipient. Caregivers described 
that assumption as: 
a) The inherent duty to be assumed as a spouse or child 
b) The inherent responsibility as the member of a spiritual and/or cultural 
community 
c) A voluntary role chosen willingly as the care recipients’ health declines 
demanded increased support and assistance 
d) A forced role made necessary because of care recipients’ health declines 
and the lack of viable alternatives to provide the needed support and 
assistance 
These roles were not mutually exclusive, and any combination of them influenced how 
caregiving was experienced and remembered. For some, caregiving was meaningful and 
of great value despite the difficulties. One caregiver characterized it as “a great 
opportunity to teach my kids about our family values and how I grew up and what's 
important and when to make decisions and choices that have everyone’s best interests at 
heart”. For others, caregiving as an intrinsic, though not necessarily welcome, existential 
function of their relationship with the care recipient. One caregiver well-articulated that 
dissonance: 
“There were many times when I just wanted to go away for a while and not feel 
the need to be there.  Although others said ‘You go and we’ll take care’… I 
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couldn’t do it.  But it’s that thing - you just feel like you have to be there.  I 
wanted to be there, but I had to be there.” 
4.3.1.2 Caregiving challenges. Caregivers spoke to a great deal of concerns and 
issues requiring their constant attention through the pre-bereavement process. Of those, 
the most consistently cited were increased difficulty completing care recipients’ activities 
of daily living (ADLs); health struggles of their own; time for their own self-care; 
medical decision-making as related to care recipient’s care needs and living situation; 
management of family dynamics functioning as barriers to optimal care; and management 
of long-term care facility shortcomings and oversights. These challenges were often 
concurrent, and one or two would become primary depending on the individual 
circumstances of the caregiving situation. 
Completing ADLs was often a great source of stress. One caregiver described 
becoming so angry while attempting to assist his wife that  
“I was banging my head against the wall, slamming my hand down on the counter 
or the sink, commode and everything, and I would lose my temper and one time I 
got to a point where I was so angry, so upset, I just walked out of the house, 
walked across the street, I saw a neighbor standing outside.  I went over to the 
neighbor and I started to talk to the neighbor just to calm myself down.” 
Other caregivers agreed, noting that this challenge only worsened as the disease 
progressed. These declines and the difficulties managing ADLs often precipitated hospice 
and/or placement in long-term care facilities.  
Medical decision-making challenged caregivers to balance family values with 
pragmatic realities. For instance, one caregiver was a spouse living independently with 
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his wife; they had both agreed she would never enter a long term care facility, so 
maintaining her ADLs despite the increasing physical demands became the central issue. 
In contrast, another caregiver was a daughter living independently with her mother who 
made the decision to place the care recipient in a long term care facility once her declines 
led to dangerous behaviors (e.g., wandering and medication noncompliance). Such 
decision-making was characterized as troubling: “And the guilt that goes along with 
placing somewhere oh my lord the guilt is horrible and in the beginning she would even 
say you know don’t you have a place for me can I come home with you, oh my God that 
was bad.”   
Once placed, caregivers frequently found themselves having to address long-term 
care facility shortcomings. Issues of cleanliness, frequent falls, low or improper 
stimulation, and poor communication with nursing staff were hurdles to the care recipient 
getting proper care. When these issues would arise, caregivers would struggle with 
having decided to place their loved on in that setting. One caregiver recounted how her 
mother “got even more upset when she would see this aide coming into her room and that 
would make her even more combative because she didn’t want that person near her”.   
Multiple caregivers cited having suffered health struggles, sometimes serious and 
life-threatening, of their own while caregiving. Two caregivers, in fact, were diagnosed 
with cancer and had to undergo chemotherapy and/or surgical procedures as treatment. 
Other issues, such as arthritis or hyperthyroidism, were not life threatening but 
nonetheless made independent functioning, and by extension caregiving, a more daunting 
daily task.  
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Contributing to these health struggles was an insufficient amount of time in the 
schedule for self-care. The burden of responsibility for caregivers was such that self-care 
manifested with something as simple and routine as running an errand to the bank or 
grocery store. One caregiver would make use of the respite care provided by hospice by 
“taking the 6 or 7 days and just stay here at home”. Indeed, the seemingly mundane held 
a great deal of appeal for caregivers. One, when asked what her greatest needs were 
during pre-bereavement, responded “Mostly help to watch [the care recipient] - 
somebody to watch her while I went to the store or if I needed to go to a movie or walk 
my dog or whatever”. In contrast, when that help was present, there was tremendous 
gratitude on the part of the caregiver: “I think the only way I got through it was again a 
husband who was extremely supportive and friends who were there, present.It takes a 
village to be in this situation.” 
4.3.1.3 Continuous losses. Evident in the management of these caregiving 
challenges was that they manifested in context of the care recipients’ ongoing declines 
and losses. These declines occurred sporadically but continuously from the time the care 
recipient was first diagnosed to the time of their death. This finding was not surprising 
given that all care recipients had progressive diseases with long-term health trajectories. 
Caregivers identified three main types of losses: independent functioning, interpersonal 
relating, and shared experiences  
Loss of independent functioning involved an inability to maintain employment, 
tend to ADLs or engage in previously simple tasks such as walking around the block. 
These types of losses often served as initial warning signs to caregivers that something 
was amiss with their loved ones’ health, and the worsening of those losses over time 
113 
 
became a recurring reminder of what once was and what would be. Interpersonal relating 
was also significantly impacted as care recipients’ functioning worsened. Multiple 
caregivers shared their mounting frustration with being unable to successfully partner 
with the care recipient around tending to basic needs. One caregiver articulated his 
frustration when trying to help his wife bathe: “For some ungodly reason she wouldn’t go 
in, and I would be pleading with her for 10, 15, 20 minutes, half an hour. I would get in 
the tub try to persuade her to come into the tub with me, she wouldn’t do it.”  
As a result of losing both independent functioning and interpersonal relating, 
caregivers were increasingly challenged to engage care recipients in meaningful shared 
experiences. For some, the inability to visit family or share in an event such as a 
graduation was particularly difficult while for others it was the loss of more micro-
interactions such as a smile over the breakfast table or sharing a favorite television show 
that caused distress. One caregiver described the culmination of these losses as “very 
socially isolating”, and continued on saying “I felt like there was nothing that stimulated 
her in that her disease process…I bought puzzles, I did things with her but I didn’t have 
the tools in my tool box for this disease.” 
4.3.1.4 Normalcy. These losses formed a construct of normalcy, which I defined 
here as an interwoven set of customs and rituals comprising a dynamic framework of 
intersubjectivity between caregiver and care recipient. Normal is defined by Oxford 
Dictionaries as “the usual, average, or typical state or condition” (Normal, 2016) and 
caregivers were confronted with the objective reality of their new normal when care 
recipients’ substantively declined, e.g. no longer able feed themselves or self-ambulate. 
Caregivers were challenged to first accept and then adjust to the reality of this new 
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normal. Their subjective responses to these shifts in day-to-day functioning, however, 
even ones of denial or avoidance, had no bearing on the objective manifestation of what 
was now a “typical state or condition”.  
Of particular importance, normalcy was commonly organized by way of time. For 
instance, one caregiver captured the evolution of “normal” by first describing the care 
recipient as the bookkeeper in the family business prior to her dementia, then contrasting 
that to her high level of dependence on him for simple tasks (e.g., putting on socks) as the 
dementia progressed, and finally reflected on his own ability to re-engage with family 
following her death and the loss of time restrictions caregiving placed on him. Each 
caregiver shared what normal was (a) prior to the onset of the illness that ultimately 
caused the care recipient’s death, (b) the time period between diagnosis and death, and (c) 
from the time of death until the present day.  
These three normalcies were coded, respectively, as pre-illness, pre-bereavement, 
and post-death. Each stage was an evolution of the caregiving situation in response to the 
care recipients’ fluctuations in health and the caregivers’ own responses to those 
fluctuations.  As each of these stages took root in the caregiving setting, caregivers were 
challenged to adjust to the disruption of the previously established normal. Consistent 
with my stance as a critical realist, it was understood that the stages represented objective 
truths (e.g., client is now bedbound) that were subjectively experienced by the caregiver 
(e.g., caregiver felt helpless in meeting care recipient’s ADL needs). 
4.3.2 Music therapy 
Four parent codes were developed from the music therapy trajectory: caregiver 
role, caregiver benefits, music therapist role, and musical encounters (Table 3). 
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Table 3. Initial coding of music therapy 
Interview target area Parent codes Child codes 
Music Therapy Caregiver role Director/conductor 
Primary vocal 
Secondary vocal 
Musical presence 
Music therapist role Partnering 
Presence 
Accurate empathy 
Musical encounters Co-constructed recreative 
musicking 
Communal musicking 
Legacy projects 
Caregiver benefits 
 
Eased burden 
Altered experiences of dying 
process 
Caregiver utility 
Connection with care recipient 
 
 
4.3.2.1 Caregiver role. A powerful mutual engagement among caregiver, care 
recipient, and music therapist was articulated across all interviews. Within that collective 
engagement four types of caregiver role were coded:  
(a) The caregiver singing to the care recipient as the primary vocal while the 
music therapist provided secondary vocal and instrumental accompaniment  
(b) The caregiver singing to the care recipient as the secondary vocal while the 
music therapist provided the primary vocal and instrumental accompaniment 
(c) The caregiver providing a non-sound based yet still musical presence by 
moving (e.g. hand clapping and foot tapping), breathing, and interacting in 
rhythm with the music therapist’s vocal and instrumental lead and the care 
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recipient’s musical responses (“I didn’t sing but I would tap my toes 
sometimes, or swing [the care recipient’s] hand”) 
(d) The caregiver functioning as conductor/director of the music experience by 
making recommendations about care recipient’s preferred song choice and 
directing the music therapist in stylistic inflections germane to the musical 
genre 
For some caregivers, these manners of engaging were self-selected due to a combination 
of their own comfort level in music therapy and their pre-existing relationship with 
music. For others, their engagement was in part determined by the functioning of the care 
recipient, and because participants in this study were almost exclusively caring for 
individuals with dementia, care recipients were frequently significantly disabled.  
Indeed, care recipients’ means of musicking was radically altered from how they 
had engaged with and created music before their health declined. In their depleted states 
care recipients’ engagement was typified by alterations in respirations, shifts in affective 
state, and melodic vocalizations which may have included singing of a few words to 
singing of parts of the song. In sessions where care recipients were actively dying, 
observable responses became even more subtle, such as a fluttering of eyelids or slight lip 
movements. Each of these observed responses, coupled with the unobservable (but still 
perceptible) shifts in emotional and spiritual energies emanating from the care recipient, 
contributed to how the caregiver and music therapist engaged in and performed the 
music. For instance, one caregiver noted that, while there were observable signs of her 
mother moving from an agitated to “more of a relaxed state”, there was an intangible 
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understanding that for her mother music had a “soothing quality…during the times she 
was just lying in bed with her eyes closed towards the end.” 
How caregivers responded to these various levels of functioning was dependent 
on the nature of the caregiver/care recipient relationship. Multiple caregivers expressed 
the need to feel connected to the care recipients as the disease further robbed care 
recipients of their previous personalities and awareness; subsequently, the way caregivers 
sought that connection in music therapy was a reflection of previous ways of relating 
during times of better health. For instance, one caregiver, a son, was accustomed to being 
intellectually connected with his father and found actualization of that connection in 
helping him to compose music. In contrast, another caregiver had grown up with her 
mother singing songs while they cooked in the kitchen, so music therapy afforded 
opportunities to revisit and reanimate those memories. Others spoke to the difficulties 
parents had in accepting their children as their caregivers and the wedge this drove in 
between them. One caregiver recalled the disputes that arose between her and her mother 
when she assumed caregiving responsibilities, such as managing her medications: “She 
was independent and she really wanted to remain independent, you know, which I can 
totally understand – she was like that all her life”.  
4.3.2.2 Music therapist role. Running parallel to this caregiver and care recipient 
relating within music was the role of the music therapist. Caregivers articulated three 
primary roles of the music therapist: partnering, presence, and empathy/compassion. 
Partnering occurred when the music therapist allied with the caregiver and care recipient 
in a manner that challenged typical conceptualizations of the therapeutic relationship. 
One caregiver, when recalling that the music therapist placed a bereavement visit after 
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the care recipient had died, commented how “it was nice to have the family together 
again”. Similarly, another caregiver characterized the music therapist’s role as one of 
“friendship”. While these are atypical conceptualizations, caregivers regarded the music 
therapists as such in response to the feelings of empowerment (“I told her what [my wife] 
always played and [the music therapist] played them”), trust (“It isn’t about just coming 
in and sitting down and starting to play music…my mom trusted her”), and reciprocity 
(“And I think it benefitted [the music therapist] some too – I don’t think she was 
pretending to be benefitted) engendered in the partnering.   
Presence was an intersection of personal (e.g., deep caring and compassion for 
the lived experiences of both caregiver and care recipient) and professional (e.g., 
musically evoking intense emotions while structuring a safe container for the 
experiencing of those emotions) skills utilized by the music therapists to create a 
therapeutically challenging yet safe space for movement through difficult experiences. 
Caregivers were quick and emphatic in their characterizations of the music therapists as 
“caring”, “sweet”, “congenial”, and “compassionate”. One caregiver drew a strong 
contrast between the music therapist and the music volunteer: “When the young lady 
came in place of [music therapist], she was very nice but she didn’t have the touch [music 
therapist] had.”  
An important component of music therapists’ presence was the supportive 
interactions which ameliorated the social isolation experienced by caregivers and care 
recipients. One caregiver reflected on how the music therapist engaged “sensitively…she 
seemed to understand what people were trying to tell her”. That caregiver continued on to 
characterize their interactions as 
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“very casual, very friendly and we would banter and joke and every now and then 
she’d sing a song that she’d never sung before and maybe one of the hymns or 
something Mennonite hymns. And [care recipient] and I would try to give her a 
little guidance about performance and tempo and so on. And so it’s a very 
reciprocal thing. It was just lovely to see.” 
Here, we see how the supportive interactions established via presence fostered a 
meaningful relating between caregiver and music therapist that, in turn, provided an easy 
transition into the therapy session and meaningful musicking.   
The music therapists’ accurate empathy also left a lasting impact on caregivers. 
Accurate empathy is the ability to not only feel for another but to approximate the 
thoughts, emotions, and experiences that the other is living through in that moment. This 
deep understanding was appreciated by caregivers not only for the support that it offered 
them (“[Music therapist] made this much easier for me”) but for its intentionality. In 
other words, accurate empathy represented for caregivers an authentic desire on the part 
of the music therapists to be of service to them.  
This perception of support was as important as the support itself. As articulated by 
one caregiver, this was a quality of hospice employees at large: 
"I’ve just been impressed, not just with [the music therapist], but with just about 
all the caregivers that come into the house, and how compassionate, and helpful 
they are. They’re truly doing it, not just to earn the buck - I think they’re doing it 
because it’s something they feel they want to do.” 
Another caregiver corroborated, noting her appreciation for the music therapist’s 
intentionality when working with her severely disabled mother: 
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“She would just go on and on, one song after another, just go on and there was 
one time I was standing there and I was like what a waste of time, why is she 
doing all of this? But she’s one person really determined to her course. Very 
determined, this is what I’m doing and very determined…I’m sure it was calming 
her, it provided some sort of comfort otherwise she would be disturbed you 
know.” 
This intentionality was also located by caregivers in the musicking: 
“When we talk about people and their intention and their passion and their respect 
for another human being, that’s all what [the music therapist] had along with her 
gift of music and the gift of song. It was expressed in that way. It all came from 
that space of what her intention was through the music, what her respectfulness 
and the healing properties that she just innately has as a human being.” 
4.3.2.3 Musical encounters. Three primary musical encounters occurred in the 
music therapy sessions: co-constructed recreative musicking, communal musicking, and 
legacy projects. Despite music being the primary medium for transformation and change 
in music therapy, this was the most sparsely described feature of caregivers’ music 
therapy experiences. This, however, was not surprising as it was anticipated that 
caregivers would be more focused on their internal process and the care recipients’ 
responses than on the type of musical experiences or the process by which they unfolded. 
Indeed, some caregivers struggled to fully articulate what musically occurred in session. 
Nevertheless, what descriptions caregivers did offer were often powerfully stated.  
Co-constructed recreative musicking encompassed music experiences in which 
pre-composed music was recreated through any combination of voice, guitar, piano, and 
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percussion. Caregivers frequently began descriptions of these sessions stating that the 
music therapist would begin singing a familiar song and then go into great detail about 
the care recipients’ response. Follow-up questions about the musicality of the experience, 
such as voice quality, were not answerable for caregivers.  
Communal musicking was for many a natural extension of music therapy 
occurring in the environmental milieu of the nursing home or assisted living. One 
caregiver recounted a time when the music therapist led a session that attracted other 
community members: “It was like she could play host. it created some community and it 
was  a way for her to have I think a little status that this is where the action is." An 
additional example of community involvement was working with the care recipient to 
perform at a family reunion, which in turn became a CD to be shared with family 
members afterwards. 
Legacy projects afforded caregivers significant opportunities to hold onto 
meaningful memories of their loved ones and share those memories with others. Some 
legacy projects were formal, like the compilation of a CD of special songs that the 
caregiver and care recipient had strong associations with, or informal, such as the 
recording of a session on a cell phone. As one caregiver characterized it “That music 
stays with me. It was so much a part of our life and seeing how comfortable she was and 
how happy she was takes a lot of the sting away from the last days and all.” 
4.3.2.4 Caregiver benefits. The benefits of music therapy for caregivers was 
captured across four codes: eased burden, altered experiences of dying process, caregiver 
caregiver utility, and connection with care recipient. Caregivers experienced an eased 
burden in music therapy in multiple ways. For some music therapy was a welcome 
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distraction from the daily rigors of caregiving: “It gets you away from the mundane day 
to day crap”. One caregiver described music therapy as taking “the pressure off me for a 
while – it took it and made everything normal for a while…it just made my life easier”. 
Another caregiver corroborated this account, stating “It was time for me to relax a little, 
let somebody else do the work”. The sense of relief even in the recalling of these 
experiences was palpable during the interviews as caregivers’ expressions would brighten 
and their body posture relaxed.  
 Through eased burden, caregivers had altered experiences of the dying process 
during the lead up to, during, and after music therapy sessions. One caregiver contrasted 
music therapy’s existential, emotional care with the body-based care of nursing: “It’s one 
thing to take blood pressure, it’s another to bring some peace and joy into their, you 
know, for their wellbeing.” Others commented on the shift not only in self but in 
environment:  
“When we had the interactions of the other residents it wasn’t like ‘OK, there’s 
this dying person in the room, let’s all tiptoe around it.’ The music made the 
dying maybe seem less sad, less clinical, something. I don’t know, just more 
joyful and I loved the way it brought other people together.” 
Another caregiver provided a similar illustration: 
“And it was such a pleasant part that even with all the difficulty at the end and 
everything I could still hear the music, I could still see her face even without 
looking at the video. This was all imprinted in my mind. And it’s like, kind of a 
happy ending sort of thing.” 
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Altered experiences of the dying process were also prevalent during sessions when the 
care recipient was imminently dying: 
“[The music therapist] started singing when she was playing and my mom was 
not reacting at all and she never opened her eyes again.  And it was almost like a 
calming presence for me and my sister.  You know, like we actually were crying 
because it was so beautiful and it was like that peaceful thing of letting my mom 
go.  It was just, you know – we knew it was coming, but this was the way she 
would want it.” 
Extending from these experiences of music therapy as an invaluable end-of-life 
service was the sense by caregivers that, by providing music therapy to their loved ones, 
they were making a significant difference in their quality of life. This increased caregiver 
utility resulted in multiple caregivers describing music therapy as a “gift” to be provided 
to care recipients even as they declined and became more difficult to connect with. This 
decreased ability to provide their loved one with care or comfort was a source of great 
anxiety, and there was a corresponding sense of relief and fulfillment at being able to 
offer something of value. As one caregiver articulated: 
“It was important for me to do it for her…mainly because there wasn’t much else 
that I could do for her, to comfort her, to make her know who I was because so 
many different women came in. I’m sorry, it made me feel better to be able do 
something at least.” 
This increased caregiver utility manifested in two ways that was dependent on the 
roles they assumed in session. Caregivers who assumed primary vocal and secondary 
vocal roles were more likely to experience increased caregiver utility via partnering with 
124 
 
the music therapist to co-construct meaningful music experiences. In contrast, caregivers 
who assumed musical presence and conductor/director roles were more likely to 
experience increased caregiver utility by providing care recipients access to the service.  
These benefits culminated in an improved caregiver connection with care 
recipient. This was the most frequently coded caregiver benefit, and one that often 
elicited intense emotional expressions from caregivers. These emotionally charged 
narratives suggested that this connectivity was a core experience for caregivers in music 
therapy: 
“I think (through music therapy) that she felt more connected with the ones who 
came into the room. It sort of brought that connection back because most of the 
time the girls were here at night to help me and all and if they stopped in during 
the day they’d stop in and see her. But they weren’t there a lot and it was just the 
caregivers and myself. But I think with the music it brought the company to her 
also...And she was used to a big family. That meant a lot too.” 
These connections even found root outside the music therapy setting: 
“As he became less able to actually play the keyboard, I became more critical in 
playing it for him and developing, because in between, not too often, but we 
would sit down at the keyboard, and between Kerry’s visits, and kind of work out 
what we we’re doing.” 
4.3.3 Evolving theory 
From initial coding to focused coding, the two target areas from the interviews – 
pre-bereavement experiences and music therapy – found shape in the evolution of these 
parent and child codes discussed here. As these shapes formed, theoretical propositions 
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followed (Table 4) that cued the transition into focused coding. Of note, I wanted to 
better understand the layers comprising caregivers’ understanding of normalcy, 
particularly as it related to the continuous shifting that normalcy appeared to undergo 
throughout pre-bereavement. I also aimed to further understand the function and 
caregiver utility of the caregiver benefits of music therapy in context of the caregiver 
roles they assumed.  
 
 
Table 4. Evolving Theoretical Propositions Following Initial Coding 
Pre-Bereavement Caregiving Experience Music Therapy 
 
Caregivers are challenged to confront a 
variety of challenges and losses during pre-
bereavement that alter how they relate to 
and interact with the care recipient 
 
 
Within various musical encounters, 
music therapy fosters a dynamic 
interaction among caregiver, care 
recipient, and music therapist promoting 
caregiver benefits of eased burden, 
altered experiences of the dying process, 
caregiver utility, and connection with 
the care recipient 
 
 
These challenges and losses evolve over the 
course of the care recipient’s disease 
trajectory 
 
Caregivers assumed roles within music 
therapy that reflected of their broader 
relationship with the care recipient  
 
 
 
 
4.4 Focused Coding 
 
Two core categories emerged at this stage: normalcy multilarity and collaborative 
musicking. Each imparted an important narrative: normalcy multilarity about the lived 
pre-bereavement experiences of caregivers while caring for a loved one, and 
collaborative musicking about the role that co-constructed musicking in shared creative 
spaces in those pre-bereavement experiences. This section will explicate each core 
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category, including parent/child/grandchild codes and the core story, and end with 
evolving theoretical propositions.  
4.4.1 Core Category: Normalcy Multilarity 
During initial coding four parent codes were constructed: caregiver origins, 
continuous losses, caregiving challenges, and normalcy (Table 5). 
 
 
Table 4. Core category: Normalcy multilarity 
Subcategory Parent codes Child codes 
 
Pre-illness normalcy 
Caregiver identity Primary relationship 
Caregiver role In good health 
Through health declines 
Music relationship Shared experience 
Role in daily life 
Music experiences 
 
Pre-bereavement normalcy  
Caregiver identity Primary caregiver 
Spiritual experience 
Caregiver role Continuous losses 
Challenges 
Responsibilities 
Needs 
Music relationship Altered relationship 
Altered engagement 
 
Post-death normalcy 
Caregiver identity Bereaved 
Legacy 
Caregiver role Loss of routine 
Increased freedom 
Reconnection with 
community 
Music relationship Engagement with care 
recipient through death 
 
 
While each parent codes provided an important view into the pre-bereavement 
experience, it was not yet clear how these four codes interacted with one another to form 
a larger, unified construct. To uncover these connections, the child codes comprising 
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those four parent codes were deconstructed and reconstructed. The result was an 
assignment of the normalcy time periods – pre-illness, pre-bereavement, and post-death – 
as organizational elements for how caregivers understood themselves (caregiver origins) 
and what they endured (continuous losses and caregiving challenges). This 
reorganization led me to questioning how relevant caregiver origins, continuous losses, 
and caregiving challenges continued to be; as the analysis continued, I revisited the open 
codes not subsumed under a parent code during initial coding. 
One change became immediately clear: caregiver origins only reflected caregiver 
self-concept during the pre-bereavement stage. How caregivers understood and identified 
themselves during pre-illness and post-death was not readily captured and required a 
broadening of scope to a new code – caregiver identity – that could encompass the span 
of caregiving. Caregiver identity was how caregivers objectively related to the care 
recipient (e.g., spouse, caregiver, and widower) and subjectively conceptualized that 
objective relationship. That subjective conceptualization indicated a great deal, such as 
how caregivers’ adjusted to the shifts in identity made necessary by the care recipients’ 
illness. 
Caregiving challenges was similarly stuck in the pre-bereavement stage and 
required re-examination to see how those challenges evolved over the course of the 
disease trajectory. The clarifying moment at this juncture came when caregiver 
challenges was connected to continuous losses and caregiver needs, a code newly 
constructed from the previously unused child codes. The connection of caregiver 
challenges, continuous losses, and caregiver needs led to a central, guiding question: 
What was the role of the caregiver amidst these challenges, losses, and needs? That 
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resulted in a new parent code of caregiver role capable of representing the shifting 
responsibilities and duties of the caregiver across the three normalcy stages. Caregiver 
role encompassed the tasks and routines regularly performed by caregivers within the 
context of their relationship to the care recipient. 
The last significant revision was the rectification of a significant oversight during 
initial coding: the absence of how caregivers and care recipients related to and engaged 
with music across the disease trajectory. While the addition of care recipients’ 
relationship with music may seem misplaced in a study of caregivers, it was found (as 
will be seen below) that caregivers’ music experiences in music therapy were directly 
filtered through care recipients’ music experiences. Thus, a full understanding of both 
caregiver and care recipient music relationships was necessary. The resulting parent code 
was music relationship. Music relationship represented the care recipient’s relationship 
with music, which included not only what music they engaged with but how (e.g., 
receptive, recreative, improvisational or compositional), why, and when.  
With these three newly constructed parent codes – caregiver identity, caregiver 
role, and music relationship – fitting across all three normalcy time periods, the normalcy 
multilarity (Figure 4) took shape. Multilarities are a concept founded on the belief that 
situations need not be limited to only two mutually exclusive outcomes, as with 
polarities. Multilarities allow for the simultaneous exploration and realization of 
numerous potential outcomes. For instance, loss of a loved one engenders multiple co-
occurring emotions (e.g., sadness, relief, anger, gratitude, etc.) divorced from any 
either/or scenarios. This principle translated to the normalcy multilarity wherein pre-
bereavement experiences were discussed by caregivers in context of the normalcy 
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established prior to the illness and the normalcy constructed following the care 
recipient’s death. In other words, pre-bereavement was not a phenomenon that 
manifested in a vacuum; rather it was a phenomenon that manifested along a caregiving 
continuum with no fixed points. 
 
Figure 4. Normalcy multilarity 
 
4.4.1.1 Caregiver identity. Caregiver identity was formulated in context of what 
was occurring for the care recipient at the time. As noted above, there was an objective 
reality that caregivers were confronted with, and subjective responses that dictated the 
nature of that confrontation. How caregivers identified themselves was an intersection of 
this objective reality and subjective construction of that reality.  
 Identity was, in some respects, concrete. During pre-illness, identity was the 
primary relationship between caregiver and care recipient prior to disease onset; in this 
study, those primary relationships were husband, daughter, and son. Pre-bereavement, 
when care recipient’s health declined and care needs increased, was when those primary 
Balanced
normalcy
Pre-bereavement 
normalcy
<Caregiver role>
<Caregiver identity>
<Music relationship>
Post-death normalcy
<Caregiver role>
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relationships changed to primary caregiver. Ultimately, identity became one of bereaved 
during post-death.  
These identity shifts, however, were not abrupt or distinct. Rather, they were 
gradated transitions that drew from previously lived experiences, primarily experiences 
of relating to the care recipient. When caregivers tapped into these identity intersections – 
that is, drawing from the primary relationship to inform being the primary caregiver, and 
from both as bereaved – it promoted an accurate empathy and special understanding of 
the care recipients’ needs. One caregiver recalled how her mother “was so used to having 
her hands in everything – that's why I imagine that once the confusion set in she had that 
need to continue to do stuff”; she, in turn, used this intimate knowledge to determine 
effective and personalized interventions to keep her mother active. Another caregiver 
reflected on the importance of assuming previous responsibilities held by his father, such 
as the financial bookkeeping, from the time he became primary caregiver through 
becoming bereaved.  
Just as there was benefit for caregivers to acknowledge these intersections, there 
was also danger when caregivers were unaware or ignored the necessary interactions 
across the three roles. This danger was most common when caregivers became consumed 
by the primary caregiver identity and lost touch with with the primary relationship. 
Without the primary relationship, an identity cultivated over the majority (if not the 
entirety) of their lives, being a primary caregiver was robbed of the essential 
intersubjectivity of being husband and wife, son and father, and daughter and mother; 
without the cultivated affections of those dyads, primary caregivers were divorced from 
motivation and meaningfulness in the daily grind of their tasks. 
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One caregiver was confronted with this when her mother, who ostracized herself 
from her family for 10 years, was diagnosed with Alzheimer’s Disease and required full 
time care. In order to move beyond the feelings of hurt and anger that persisted “I had to 
flush my memory.  Forget about everything and I have to focus on you know taking care 
of her.” This allowed her to assume the necessary identity of primary caregiver but 
without the feelings of affection that fueled other caregivers in maintaining their 
responsibilities. To compensate for this loss of primary relationship with her mother, the 
caregiver turned to Christianity and her relationship with God:  
“I think just the whole aspect of Christianity [helped me].  Every single part of  
the way you know if you’re getting weak, you ask God for help.  You don’t have 
strength, you ask God…at every single point you’re asking God for help and you 
know when you get frustrated you ask him for help.  When you’re looking for 
guidance you – so that really – I mean if it wasn’t for God I couldn’t have done 
it.”  
While an outlier in this dataset, this notion that a primary relationship with God can 
manifest as a proxy for an absent primary relationship with the care recipient is an 
important potential modifier of the pre-bereavement experience.  
 Others did speak, though not in the same terms, to the spiritual experience that 
assuming the identity of primary caregiver offered. Providing care for a loved one was 
not only a service to God but also a means of connecting with the sacred. Indeed, 
caregiving was a gateway towards accessing the divine: “I do believe in God. Currently I 
am not going to church every Sunday – I think my interacting with mom became that 
132 
 
aspect for me”. Another caregiver articulated that connection with the divine as a pivotal 
experience in which she was led towards her mother at the right time: 
“When I look back I see it almost as the beginning of sort of a sacred experience 
for me, taken out of an environment where maybe I wasn’t appreciated or I 
shouldn’t have been and it’s time to leave and I am the type of person that I will 
see the red flags but sometimes I need someone to kick me and I feel like God 
was going ‘Well, okay it’s time’.” 
 4.4.1.2 Caregiver role. Caregiver role encompassed how caregiver identity was 
actualized through actions and intentions. During pre-illness, caregiver roles slightly 
varied across participants but generally presented as typical supportive actions that 
promoted emotional, social, spiritual, and physical health but without assuming full 
responsibility over any of those domains. Caregivers spoke of shared vacations, watching 
favorite television programs together, and attending family functions.  The one exception 
to this was the caregiver who cared for her daughter with developmental disabilities from 
the time she was born. The caregiver provided daily care that included assistance with 
ADLs such as cleaning and getting dressed; at the same time, this caregiver provided care 
without assuming an excess of responsibility that would have deprived care recipient of 
agency.  
 These roles dramatically shifted as care recipients’ health declined during pre-
bereavement. Two of those shifts were attending to the continuous losses that occurred 
over the duration of the disease trajectory and the challenges that presented as hurdles for 
being effective caregivers. Neither of these codes significantly changed from how they 
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were reported under Initial Coding in sections 4.3.1.2 and 4.3.1.3. However, two new 
codes related to this shift were constructed: responsibilities and needs.  
  The responsibilities assumed by caregivers were varied, ranging from day-to-day 
tasks (e.g., maintenance of ADLs) to more long-term tasks (e.g., managing finances). 
Some caregivers suddenly found themselves having to prioritize what had previously 
been the mundane: 
“We liked to go to dinner together in the dining from downstairs which meant 
getting her in the wheel chair and getting her down there and back, so helping her 
with meals, with utensils and so on. That took a lot of time and then when we got 
to the table I invariably would forget something like napkins, I was up and down 
5 or 6 times during each meal getting things that she asked for that weren’t on the 
table.” 
Others had to develop skillsets that did not come easy. This often manifested as 
advocating for the care recipient within a long term care facility or maintaining a 24/7 
supervision over their loved one due to safety concerns. For many, these responsibilities 
did not come easy or without frustration.  For one caregiver, however, the assumption of 
increased responsibility did not necessarily mean an increased in caregiver burden, and 
actually became a means of honoring the care recipient’s legacy:  
“I ended up handling almost all the paperwork...Dad used to take care of the bills 
but it got to a point where it was interesting…He tried running the house like a 
business, almost to a fault.  Always thought he created a lot of work for himself 
and people look at me and will say the same thing.  I’m a lot like him.” 
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 Caregiver needs, which addressed what conditions were necessary in order for 
caregivers to be most effective, were similarly varied as responsibilities. A close 
connection between the two existed, and while responsibilities was reported from an 
almost workman like perspective, needs tapped into the emotional component so present 
during pre-bereavement. Management of ADLs once more emerged, often when 
complimenting hospice aides and nurses who would assist with tasks such as bathing, 
transferring, and wound care. Part and parcel with those expressions of gratitude were the 
difficulties caregivers were having in completing those tasks independently. As one 
caregiver articulated, 
“Hospice came in the morning and they bathed her and everything and changed 
her and all. And that was really, really helpful and then sometimes we started out 
later in the morning and when Marylou was here most of the time in the morning 
and she helped me upstairs with the tray. Because I have arthritis I have to hold 
on to the railing going up so the tray was kind of hard.” 
In those moments, caregivers felt able to shed the role of “expert” and be relieved 
of some responsibility. When that relief was not available, the caregiving situation 
became more taxing:  
“My siblings standing by me would have helped. My brother couldn’t stand to see 
her so he never went over and visited her. I mean, to have other people go visit 
her so I didn’t have to go you know four five times a week would have been good, 
and I didn’t have to go that often – I just felt like I had to keep a check on her 
make sure everything was okay even though I was only there an hour I just felt 
like I had to make sure everything was okay.” 
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The interaction of continuous losses, challenges, responsibilities, and needs during pre-
bereavement painted a complex picture of moving, interdependent parts. Continuous 
losses stands out here as an objective inevitability that provided a general overlay to the 
entirety of the pre-bereavement phase. In contrast, challenges, responsibilities, and needs 
were more individualized to each caregiver context (i.e., difficult family dynamics could 
not be assumed across all caregiving situations). While the focus of this study lay outside 
discerning how each code influenced the other, it was clear that this was indeed the case. 
For instance, caregivers who received in-home services through either hired aides or 
family members did not communicate the same feelings of having no time for self as 
those without support did.  
 Moving into post-death, caregivers once more experienced significant shifts with 
loss of routine, increased freedom, and reconnection with community. Each of these 
codes reflected caregivers’ adjustment from principally thinking about and attending to, 
from morning through night, the care recipient. The loss of routine was an expression of 
loss for caregivers; while the decrease in burden was welcome, the absence of tending to 
the care recipient was a frequent reminder of their death. Holidays were a time when that 
loss of routine was most present: “Yesterday, my family got together for Christmas…and 
I was thinking as I was sitting there that this is the seat that Estelle always would sit in, 
and I had to hold it back.” 
The increased freedom, a logical extension of loss of routine, was a welcome 
development for caregivers. Freedom in this instance was a rediscovery of opportunities 
to attend to self that had been latent through care recipients’ declines. To drive home this 
point, one caregiver spent time during the interview showing me the various pipes and 
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flutes he had been building using a variety of materials such as PVC and clay. When I 
reflected to that caregiver that his transition to bereaved appeared to be a natural one, he 
responded, “Of course – I mean, I am not working 24-hours a day.” As an extension of 
this freedom, caregivers experienced a reconnection with community, connecting once 
more with their spiritual communities, families, and other social functions. One caregiver 
explained how his wife’s death “allowed me at least this one time to go to a ceremony for 
veterans and my daughter came…I was free to go. I didn’t have any more responsibility.” 
 4.4.1.3 Music relationship. Much as relating between care recipient and 
caregiver underwent multiple transformations, the relating between the care recipient and 
music took on new shapes and forms as health changed. This coding was, on the surface, 
a move away from focusing on the caregiver experience; however, as will be further 
detailed under selective coding, caregivers’ music experiences manifested through care 
recipients’ music experiences. Thus, the care recipients’ relationship with music was the 
appropriate access point for exploring music relationship. 
 During pre-illness, care recipients engaged with music as a shared experience 
with the caregiver. Those experienced ranged from watching Lawrence Welk, to dancing 
in community halls, to growing up with family musicking. As one caregiver recalled, 
“We used to sing in the car my mom and dad and I. We'd be driving somewhere and we'd 
just start singing old hymns and they loved it…My mom and her mother both of them 
would sing around the house.”  
This vignette also captures the important role in daily life that music often played 
for care recipients. Roles included informal musicking as described above, intellectual 
stimulation (“She was not a musician herself but she certainly knew a lot more about 
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music than many people”), and spiritual engagement (“She had a piano when we were 
younger and then later on came playing the organ in church…she would play at the 
funerals and her and a couple of her lady friends would sing…That was a big part of her 
life”). Music experiences were primarily at this phase were receptive (active and 
intentional listening) and recreative (performance of pre-composed music).  
Pre-bereavement oversaw disruptions to these music relationships. Most 
fundamentally, care recipients had an altered engagement with music. Care recipients, 
given the global declines inherent to the dementia and Alzheimer’s disease trajectory, lost 
the cognitive and physical abilities to read music, remember a song, and/or utilize their 
primary instrument (i.e., voice, piano, etc.). As one caregiver noted: 
“She would sit and she could play – she had to go by music most of the time – but 
she would to sit down and fiddle with it. I think the music was in front of her and 
the nurse was turning the page and she got very frustrated. She would sit down 
with her hands on the keys and not remember what she is supposed to do or what 
to hit next or whatever, and then her vision was not really great so she had trouble 
reading the music even though I enlarged it. But she just...we just didn’t take her 
down there anymore.“ 
As evident here, these were often highly damaging losses for the care recipient to adjust 
to and for caregivers to bear witness to. 
Inevitably, such altered engagement resulted in an altered relationship with 
music. A striking example of this altered relationship was provided by a caregiver as he 
realized, in the act of telling his story, the shift in his wife’s usage of music as she 
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became ill. Having just described how she “really very fully engaged with [her music]”, 
the caregiver remarked: 
“The peculiar thing to me was that she didn’t really listen to many of her albums 
when she was in the hospital. She relied mostly on her memory, she listened to 
other things but not the songs…it just never occurred to me ‘til just now, looking 
back on it that’s the situation. I think probably it’s because she didn’t go through 
the operation of actually finding a disk and putting it in and so on, she didn’t want 
to ask me to find it.” 
Here, the disease trajectory resulted in a disruption of the music relationship in such a 
way that the care recipient was deprived of it as a healing resource.   
 The music relationship maintained its importance through post-death. Within 
music therapy (as will be seen below), the care recipient’s engagement with and 
relationship to music was empowered and amplified. This rekindling of that engagement 
and relationship left an indelible mark on caregivers that helped them transition into and 
through bereavement: “You know, I still hear the music in my head; in my heart, I hear it 
a lot.” Another caregiver noted, “I watch these [video recordings of the music therapy 
sessions] all the time. I watch the pictures and I turn the videos on, and that music stays 
with me.” 
Indeed, these video and audio recordings of sessions were invaluable artifacts for 
caregivers, as it provided them opportunities to see the care recipients re-engaging with 
music in a way that felt familiar and normalizing. In three interviews, caregivers went out 
of their way to spend time watching those videos with me, both as a way of providing me 
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a lens into the music therapy process but also as a way of sharing their loved one in their 
natural element as a whole person.  
4.4.1.4 Core story. The following is a composite narrative that informed the 
construction of the normalcy multilarity as a core category.  
 “Once, there was what was. Comfortable and familiar, it was not 
necessarily easy, but like a car that would run if you knew just the right way to 
turn it on, it was what we knew, and was ours. Together, we navigated the twists 
and turns. We loved and we fought; we shared laughter and we made each other 
cry; we worked in union and in dissonance. It was a duet we composed for just 
the two of us, weaving in and out of phrasing that, while at times discordant, led 
us towards resolutions that were satisfying in that we composed them together.  
Then, there was what was not anymore. Now you cannot bathe yourself? 
Or eat a meal? Or recognize me? How do I continue to duet with this person who 
is not themselves? Can we still duet? What does that even sound like? There are 
peeks behind a heavy curtain where you show me YOU, and I embrace those 
fleeting moments, despite them being temporary, and it fills me with purpose.  
And now, there is just space. I fill it with remembering and honoring you, 
but like a cat endlessly circling to find the perfect spot in which to settle, there is 
no perfect place in which to rest. So I honor the space by reflecting on not only 
who you and I were at the end, but we were in the beginning and middle as well.”  
4.4.2 Core Category: Collaborative Musicking  
Similar to the construction of the normalcy multilarity, the music therapy 
experience was reformulated into collaborative musicking (Table 6).  
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Table 5. Core category: Collaborative musicking 
Subcategory Parent codes Child codes Grandchild codes 
Care recipient Identity Pre-illness Healthy self 
Emergence/activation 
Role Primary conduit for 
music experience 
 
Caregiver  
 
 
Identity 
 
Pre-illness  
 
Husband 
Daughter 
Son 
Mother 
Pre-bereavement Primary caregiver 
 
Benefits 
Eased burden 
Altered experiences 
of the dying 
process 
Caregiver utility 
Connection with 
care recipient 
 
Role 
Director/conductor 
Primary vocal 
Secondary vocal 
Musical presence 
 
Music therapist  
 
 
Identity 
 
Facilitator 
 
Role 
 
Therapist as 
instrument 
 
Partnering 
Presence 
Accurate empathy 
 
Music therapy  
 
Musical 
encounters 
Co-constructed 
recreative 
musicking 
Communal 
musicking 
Legacy projects 
 
Function  
Integral service 
Unique service 
Imminent death 
 
 
 
Collaborative musicking was defined here as a co-constructed situated musical 
encounter, drawing from and shaping intersubjective dynamics among caregiver, care 
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recipient, and music therapist. As co-constructed, stakeholders engaged in a negotiation 
of the intentionality, aesthetic form, and functionality of the music. As situated, it was 
recognized that the music was borne from and influenced by the multiple layers of 
contexts present at any given session (e.g., physical setting, religion/spirituality, family 
dynamics, disease trajectory, etc.) (Stige, 2002).  
The focal point of analysis for this core category, as with normalcy multilarity, 
was identity and role; here, however, those constructs were also applied to the care 
recipient and music therapist. The interaction of these identities and roles resulted in 
unique and distinct functions of music therapy during pre-bereavement.    
4.4.2.1 Care recipient. As noted above, the identity and role of care recipients 
within the musical encounters assumed importance as both had direct impact on 
caregivers’ music therapy experiences. The identity assumed by care recipients was one 
of pre-illness; that is, when collaboratively musicking with the caregiver and music 
therapist, care recipients re-engaged with their healthy self and emerged/activated in a 
manner consistent with their personality and temperament prior to their illness onset. This 
had powerful repercussions for the care recipient.  
In those moments of the healthy self rising to the surface, care recipients ceased 
being defined solely by who they were as an unwell individual, and experienced 
integration of their healthy and unwell selves. One caregiver articulated with great 
emotion: 
“I got my mom back for a bit.  I got to enjoy the music with her…She was there, 
she was here and I could see her again happy, joyful, and singing. Which is what 
she did all the time doing the dishes, doing the laundry, vacuuming, and whatever 
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she was singing and she loved it and there she was my mom was back. Little 
snippets of seeing her – it was awesome and it did a lot for me because I got to 
have her for a few minutes again. It really did a lot…It was really cool and it 
warmed my heart.” 
Another caregiver made similar comments, noting how “we would get to singing and 
laughing and my mom was back”. In one instance, a caregiver observed how her 
interactions with the care recipient were significantly different than those her brother had 
with her on the basis of the music: 
“And talking to me he would say, ‘Mom, I knew, was gone years ago’ and it’s 
true. His visits were limiting, long spaces of silence…because he didn’t have 
these times I had with the music and [the music therapist]. He didn’t see my mom 
really interacting and connecting and having fun and having this – the sense of 
humor we’ve always known.” 
The emergence of such idiosyncratic features of the care recipient were delightful for 
caregivers to take note of:  
“[The care recipient’s] interest was in taking a song, and he wanted to lay down 
multiple tracks on this keyboard, and create music, and he talked about publishing 
it, or maybe making YouTube videos, or publishing it on the web somewhere, and 
again how can we make some money.” 
These were not, of course, full returns to healthier states that stopped or even 
delayed the progression of the disease, but rather an integration of “what was” with “what 
is”. One caregiver characterized this phenomenon as “a thread that [my mom] could 
touch and either remember or be familiar with that made her feel comfortable enough to 
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be able to participate, even mouthing the words of the song.” This thread housing the care 
recipients’ core personality traits and features never appeared to unravel but rather come 
loose from the stitching; music was a means to weave it back in.  
 As the healthy self integrated with the ill individual, most caregivers noticed how 
their loved ones emerged/activated in ways that belied their typical daily functioning: 
 “It was such a major part of it and it was that thing that I looked forward to and I 
know even though she didn’t know the day of the week, she looked forward too 
because when I went in there in the morning and I said, ‘[The music therapist’s] 
coming today.’  We could get dressed. We could actually do that without much of 
an issue. ” 
 “[The music therapist] would come in and start singing and my mom would just 
perk up. She would sing along with her and my mom was not like that when she 
got into the nursing home. She was quiet and didn’t want to bother with 
anybody.” 
 “It was cool.  It was magic.  My mom towards the end she wasn't always present 
and suddenly she was present.  She was singing along or tapping her foot.  She 
could be sitting here like totally in her own little space, you'd think she was asleep 
or something and then suddenly here comes this woman I know out of this shell 
and she's present again.  It was awesome.  It really helped.” 
It was common, at these junctures in the interviews, for caregivers to activate in new 
ways themselves, typically with a significant brightening of their affect and relaxation in 
their body language. It was as if, by way of storytelling their loved ones’ interaction with 
the environment as a well individual, caregivers’ too could engage with the complex, 
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difficult pre-bereavement phase from a place of wellness. This type of shared state 
between caregiver and care recipient also appeared to manifest within music therapy, as 
will be seen below.  
 As this identity took shape within the musical encounter, the role assumed by care 
recipients, probably with little to no awareness on their end, was as the primary conduit 
for the collaborative music experience. In other words, caregivers did not have music 
experiences independent of the care recipient; instead, their experience was directly 
filtered through that of the care recipient. Each caregiver was asked point blank as to 
what their experiences were like, and each would defer back to what was happening for 
the care recipient at the time. Follow-up questions such as “What were you thinking 
about during that song?” or “What did you feel when singing?” were not avoided so 
much as redirected back to what the client was potentially thinking or feeling. This was a 
seemingly effortless and almost reflexive exercise for the caregiver, perhaps a natural 
extension of the caregiver mentality of considering “other” before self. As one caregiver 
stated simply, “[The music therapist] was there for her, not for me”. Another jokingly 
referred to himself as a “kibitzer”, a Yiddish term for an observer who provides unwanted 
advice, suggesting not that he was unwelcome in the space but that the emphasis was 
truly on the care recipient.  
 4.4.2.2 Caregiver. Two codes from initial coding of music therapy – caregiver 
benefits (section 4.2.3.4) and caregiver role (section 4.3.2.1) – transferred over as 
benefits and role. A newly developed code was identity, explicating how caregivers 
identified within the musical encounter from both the pre-bereavement and pre-illness 
perspective. The pre-bereavement identity was primary caregiver, previously discussed 
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in focused coding (section 4.4.1.1). The four pre-illness identities were husband, 
daughter, son, and mother.  
 The parallelism of caregiver identity and care recipient identity within music 
therapy did not appear circumstantial. As evidenced by the care recipient’s role as the 
caregivers’ primary conduit for the music experience, a strong bond developed between 
both stakeholders within musical encounters. It stands to reason then, that as the care 
recipient’s pre-illness identity surfaced, the caregiver’s own pre-illness identity would be 
cued to do the same. One’s identity as husband, daughter, son or mother were powerful 
returns to a way of relating to self and other that infused meaningfulness into the 
caregiving process. Being caregiver alone was not sufficient; in order for the demands of 
caregiving to have intrinsic value for the caregiver, a balanced identity of caregiver AND 
husband/daughter/son/mother was necessary.  
Music therapy provided opportunities for that integration to occur. One caregiver 
noted: 
“Music was really something that you could, even though mentally and physically 
she may have been declining, music was still something throughout all these 
phases, all the different levels that you are talking about, that you could still share 
together, you could still do with one another and that was really important.” 
This sharing helped ease the tensions that manifested caregiver and care recipient, and 
fostered a return to a pre-illness dynamic: 
“Sometimes I made her very angry or she was very angry about the situation and 
rightfully so.  I get it.  And I would get angry too.  But this made that go away for 
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that timeframe and we could actually remember the good times or I remembered 
the good times. I hope she did. I think she did.” 
Another caregiver agreed that music therapy “gave [us] something to talk about. It gave 
us a chance to talk about music together not just about the sessions but about various 
performances and things we liked.” Finally, a caregiver characterized it thusly: 
“Yeah, I think it really helped the family. I think to it kind of like sort of broke the 
ice of the tension that they were feeling and not knowing when this was going to 
happen, when she would die…and yet with all this, with the music and everything 
it just seemed to soften everything and just make everybody at ease all of a 
sudden. They all just seemed to relax and they were laughing a lot while they 
were in the room. And they kid [the care recipient] a little bit about things like 
they always did.” 
 Here, caregivers and care recipients rediscovered patterns of engaging both 
familiar and comfortable. Those interactions – ones emblematic of who they were, not as 
caregiver and care recipient, but as husband and wife, son and father, and mother and 
daughter – helped infuse pre-bereavement normalcy with the potent meaningfulness of 
pre-illness normalcy relating. 
4.4.2.3 Music therapist. The music therapists similarly assumed an identity and 
role that fluidly informed one another. The music therapist parent code of role carried 
over, as grandchild codes, the partnering, presence, and accurate empathy (section 
4.3.2.2) codes from initial coding. The child code, newly developed at this stage, 
connecting these parent and grandchild codes was therapist as instrument. Therapist as 
instrument captured the music therapist’s clinical malleability to what was occurring in 
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the therapeutic space. Being malleable entailed recognizing shifts in intersubjective 
dynamics (e.g., musical interactions, facial affect, language and tone, etc.), accepting 
their presence, assessing their function and purpose, and working with, rather than 
against, those dynamics to facilitate a meaningful experience.  
One vignette exemplified this role: 
  “I still have the message on my machine and in fact I wrote it all out. It was St. 
Patrick’s Day and [the music therapist] went in – I think with the keyboard – and 
played a lot of St. Patrick Day songs and we are not Irish, but mom really enjoyed 
it and seemed engaged. And then what she said was really interesting: it drew a 
contingent of people in their wheelchairs to the room and my mom enjoyed that. 
It was like she could play host. [The music therapist] said, ‘Do you mind if they 
are here?’ and she said, ‘No, not at all’, and so that was a really nice to hear. I 
have kept it on my phone that mom engaged and she was a little sad that [the 
music therapist] was leaving and [the music therapist] said I will be back, so that 
really made me feel good.” 
The music therapist recognized that the purpose of the session, while initially to 
provide the client a means of reality orientation with that day’s holiday, could be of 
greater import if shifted in focus and intent. This required an assessment of client’s 
present needs and abilities, and an ability of her own to reshape the music encounter to be 
less intimate and more inviting. While impossible to know the music therapist’s decision-
making process and what in the environment was cuing her in that moment of decision, it 
can be surmised that the care recipient’s body language and affective state in response to 
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the presence of other residents juxtaposed with earlier assessments about the care 
recipient’s social well-being were essential factors.  
 Given this role, the music therapist’s identity was coded as facilitator. A 
facilitator is defined as “a person or thing that makes an action or process easy or easier” 
(Facilitator, 2016). The process in question was enabling caregivers and care recipients to 
engage through their pre-illness identities in context of the pre-bereavement normalcy so 
as to infuse the pre-bereavement process with meaningfulness. From the perspective of 
the caregiver, the music therapists’ primary function and of greatest role was the use of 
collaborative musicking to make easier this process of meaning-making in the midst of 
terrible loss.  
4.4.2.4 Music therapy. In keeping with the development of the caregiver, care 
recipient, and music therapist, the analysis of music therapy focused on its function 
through pre-bereavement. Three functions were coded: integral service, unique service, 
and imminent death. Musical encounters (section 4.3.2.3) from initial coding transferred 
over alongside these new codes. 
As an integral service, music therapy addressed critical issues central to achieving 
a good death while receiving end-of-life care. The following are reflections from 
caregivers expressing as much:  
 “I mean, actually as I look back [music therapy] kind of became 
paramount in the whole thing. Like I think of that more than most of 
the other things. Because it was such a part of her and such a part of 
me really too. And it was such a pleasant part that even with all the 
difficulty at the end I could still hear the music. I could still see her 
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face even without looking at the video. This was all imprinted in my 
mind. And it’s like, kind of like a happy ending sort of thing. And of 
course we didn’t have it in the beginning when she first came home, 
we hadn’t started it yet…I had to go through all that and the routines 
and having people come in and help. And then after that we got into 
the music therapy…and it became such an integral part of it all. And 
so it just, it’s such a pleasant memory.” 
 “It would have been a totally different experience [without music 
therapy]. Not that it would have been a bad experience, because 
hospice was fantastic, but it just brought in a whole other element that 
made her life worth living up to the end. It wasn’t worth much without 
that therapy.  I know that sounds terrible, but I am serious…it wasn’t.” 
 “The whole music therapy and hospice are just really a vital 
component, and I know there are maybe some people who aren’t 
interested in it but what a rich experience it made dying. And the other 
staff at hospice were great and loving but this was just you 
know…[music therapy] took [dying] out of the whole clinical realm. 
The people from hospice that went in attended to mom’s physical 
needs and would look at her heart rate and could determine how close 
she was to death, but this was…I don’t know, just more human and 
more sacred and in a way kept us all attached to the world around us. 
You don’t feel as isolated.” 
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The caregiver benefits of eased burden, altered experiences of the dying process, 
caregiver utility, and connectivity with care recipient found expression in these vignettes.  
 As a unique service, music therapy was not perceived by caregivers as secondary 
or complementary to other hospice services, such as social work, chaplaincy or nursing. 
Rather, it stood on its own as a distinct, invaluable contribution to the dying process. 
Sometimes, caregivers would compare music therapy to the biomedical approach of 
nursing: “Like I said, to take blood pressure and all that which is good – important to 
make sure her meds kept her working. But you know, to do something for the inside of 
you...I don’t now how else to explain it.” Other times, caregivers drew direct 
comparisons between music therapy and other hospice services:  
“The chaplain was there to ask if she would like to have any prayers served or 
things like that. So hers was more of a...not going to say specific type of visit. 
[The music therapist’s] was too, but [the music therapist’s] was more about 
building that relationship and having fun.” 
One caregiver characterized chaplaincy as an important service but one focused on the 
individual, as opposed to the collective which was how music therapy was typically 
characterized in this study:  
“The one who came out from talked with me about my feelings and at that point 
when she first came out it was like I hadn’t thought about my feelings at all, I was 
too busy thinking about hers. And she got me to think about a lot of things, think 
over a lot of things and was very helpful.” 
 Imminent death, a critical juncture in the disease trajectory during which care 
recipients are typically given 24-72 hour prognoses, was repeatedly identified as a time 
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when music therapy was of great help. One caregiver poignantly recalled when the music 
therapist arrived at a time when the care recipient began to transition: 
“[The care recipient] had not been moving or doing anything pretty much all 
those five days...not eating, not talking, just lying there, and [the music therapist] 
came in and got out her keyboard and started playing. And I swear...her mouth 
started moving with the songs that [the music therapist] was singing, and I told 
her ‘Gosh, you came in to sing my mom home.’” 
The music therapist’s role as facilitator is emphasized as she initiated and sustained 
contact with the care recipient, interweaving the music with the significant internal 
withdrawal that frequently marks imminent death. Additionally, the caregiver’s altered 
experiences of the dying process were evident as she tearfully continued on to say “I was 
so grateful”.  Another caregiver’s reflection offered some greater clarity, stating “It’s just 
you are in it and you know where it is going but you don’t know when and where and 
how. And the music, at least, I found calmed me down.” 
 One vignette helped connect the role of music therapy with the role of the care 
recipient: 
“At the very end, when [the care recipient] actually went to hospice, she was only 
there a couple of days. [The music therapist] came in her room and even though 
she was completely unconscious, I know in my heart that she heard her singing 
and playing music and it was just a really...that was the first time my sister had 
heard it and my sister was with me there and it just – it made a difference. It made 
a difference for me.” 
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Here, the caregiver is identifying something of importance when adding at the end 
(almost as a rationale) “It made a difference for me”. That qualifier addressed the 
difficulty of knowing an individual’s experience of actively transition. In the absence of 
that care recipient perspective, the music therapist can attend to the caregiver by attuning 
to the care recipient and musicking in response to that attunement. Even while actively 
dying, the care recipient remained the primary conduit for the music experience.  
4.4.2.5 Core story. The following is a composite narrative that informed the 
construction of collaborative musicking as a core category.  
“Every day is another 24 hours of tasks, and with each cycle I ask: How 
much longer can I do this? What happens when I cannot any longer? And why do 
I do any of it? What compels me to wake in the middle of the night to change a 
bed pad, to feed a meal, to never leave the house? Most days it’s hard to 
remember how I even got into this situation, much less know why I remain in it.  
But then…there’s that spark. That kindling of that quintessential you-ness 
that makes you somebody to whom I remain so committed. You sing and 
suddenly changing your bed pad is nurturing your when sick. Your body moves in 
rhythm to the music and suddenly feeding you dinner becomes sharing a meal. 
These mechanical tasks become acts of love because I see you, not as somebody 
who is sick, but as the whole person who I have gleaned so much from in my life.  
To give you music is gift enough, but to see you in the music? I don’t even 
hear the music outside the context of how it is affecting you. The music only 
means as much to me as it does to you. The music only becomes music when you 
are engaging in the trio that is you, me, and the music therapist.” 
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4.4.3 Evolving Theory 
At the conclusion of selective coding, the two core categories of normalcy 
multilarity and collaborative musicking took form. Moving into selective coding, the 
remaining question was about that process of facilitation. What was the mechanism by 
which caregivers caring situation improved by accessing pre-illness normalcy? What 
theoretical model can accurately capture that mechanism within the context of music 
therapy as understood from a music-centered and context-dependent practice? Table 7 
outlines the evolution of the theoretical propositions constructed during initial coding. 
 
 
Table 6. Evolving theoretical propositions following focused coding 
Pre-Bereavement Caregiving Experience Music Therapy 
 
Normalcy is not limited to the here-and-
now, but rather an evolving construct from 
the time prior to the time of care recipient’s 
diagnosis (pre-illness), over the course of 
care recipient’s full disease trajectory (pre-
bereavement), and through and after the 
care recipient’s death (post-death). 
 
 
Collaborative musicking is a dynamic 
interaction among caregiver, care 
recipient, and music therapist that is 
responsive to caregiver identity and role; 
care recipient identity and role; music 
therapist identity and role; and 
additional contextual features specific to 
the therapeutic setting. 
 
 
Caregivers who engage with the care 
recipient through an integration of their pre-
illness identity (e.g., spouse, child, etc.) and 
their pre-bereavement identity (i.e., 
caregiver) experience provided benefits of 
eased burden, altered experiences of dying 
process, caregiver utility, and connectivity 
with care recipient. 
 
 
Music therapy facilitates a simultaneous 
exploration of the normalcy multilarity, 
enabling caregivers to access their pre-
illness identity and utilize that identity to 
infuse meaningfulness and value into the 
pre-bereavement normalcy. Within these 
explorations, caregivers’ do not have 
independent music experiences; rather, 
their engagement with music is 
predicated on the care recipients’ 
engagement within the musical 
encounter. 
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4.5 Selective Coding 
 
With the core categories and accompanying core stories developed, the final step 
was constructing a relational model that explicated the interaction between the normalcy 
multilarity and collaborative musicking. Through the exploration of these questions, a 
resiliency model (Figure 5) was constructed wherein music therapy fosters pre-
bereavement resiliency in caregivers. This section will first describe how this framework 
developed and then explicate the theoretical codes that populate the model. The final 
evolution of the informing theoretical propositions will be presented at the end.  
4.5.1 Music Therapy and Pre-Bereavement Resiliency Model 
 While aware of the literature on resiliency in caregiver pre-bereavement prior to 
data collection and analysis, the intent of this study had not been to develop a resiliency 
model. As theoretical propositions evolved, it was clear something of value was 
occurring for caregivers as they engaged with their pre-illness identity and balanced it 
with their pre-bereavement identity, but what, exactly, was happening? Answering that 
central, simply stated question was the primary hurdle moving into selective coding and 
developing theoretical codes capable of delineating the process. 
 Masten’s (2001) indirect model of risk and resilience appeared to provide a 
workable framework for answering that question. Here, a risk factor for optimal 
functioning is identified alongside an asset that, if developed and utilized appropriately, 
could mediate the aforementioned risks. Once mediated, the individual has an improved 
chance to tolerate, accommodate to, and ultimately adapt to that risk. This model leaves it 
open as to whether the asset is amplified to counterbalance the risk factor or to avoid or  
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Figure 5. The music therapy model for pre-bereaved resiliency development in informal 
caregivers 
 
 
Risk 
 
Caregivers disengaging from 
the stable caring relationship 
when they move away from 
their pre-illness identity (i.e., 
spouse, parent or child) in 
order to  
accommodate their pre-
bereavement identity (i.e., 
primary caregiver)  
 
Resource 
 
The stable caring 
relationship caregivers 
maintain with care recipients 
through their pre-illness 
identity (i.e., spouse, parent 
or child) 
 
ReincorporationTransitionSeparation
When care recipients
revisit their pre-
illness identity within 
shared musicking, 
caregivers attune by 
partially detaching 
from their pre-
bereavement identity  
and engaging with 
their pre-illness 
identity
Within music 
therapy's supportive 
dynamic container, 
caregivers embody 
their pre-illness and 
pre-bereavement 
identities, and then  
explore  the 
balancing of those 
identities
Caregivers return to 
the caring context 
with an integral 
balancing of their 
pre-illness and pre-
bereavement 
identities. This 
infuses the intentions 
of caregiving with  
purposefulness, 
value, meaning
Music Therapy Mediation 
Outcome 
 
Improved 
caregiver 
resiliency during 
pre-bereavement 
normalcy 
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lessen the risk outright. Data from this study indicates that this particular model need not 
be mutually exclusive in this regard: whether the risk factor has dominated the pre-
bereavement experience (with or without the caregiver’s knowledge) or the risk factor 
threatens to dominate, the identified asset presented as both an effective counterbalance 
and deterrent.   
 This framework was adapted save for changing “asset” to “resource”. This 
change was made late in the analysis to keep the model in line with contemporary music 
therapy theory to be explored further below. The resulting music therapy and pre-
bereavement resiliency model identifies (1) a risk factor for complicated and maladjusted 
pre-bereavement, (2) a resource that enables effective management of that risk, (3) the 
process of mediation that facilitates that amelioration, and (4) the outcome of that 
mediation on caregivers’ pre-bereavement experiences. This model does not preclude the 
potential presence of additional risks, resources, mediation processes, and outcomes not 
addressed with this sample. Nor does this model claim to be one-size-fits-all. the 
skewedness of the sample locates its relevancy primarily on non-spousal female 
caregivers of care recipients with dementia and other chronic progressive disease, though 
there may still be cross-application across other caregiver typologies. Each component of 
this model will be further described in greater detail in the subsequent sections.   
 4.5.1.1 Risk and resource. The identified risk factor was caregivers’ proclivity 
to – in response to the care recipients’ illness – disengage from their pre-illness identity 
(i.e., spouse, child or parent) in order to accommodate their pre-bereavement identity 
(i.e., primary caregiver). Once out of touch from what it meant to be a spouse, parent or 
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child, caregivers more acutely experienced the frustrations of providing daily care, 
adjusting to the declines, and preparing for what those declines portended.  
 Accordingly, the identified resource was the stable caring relationship caregivers 
maintained with care recipients through the pre-illness identity. These relationships were 
stable in that they withstood the various challenges of maintain life-long commitments, 
and caring in that their interactions (at least as articulated in the interviews) were 
predicated on a foundation of love. Caregivers removed from the deep, nuanced relating 
provided by the pre-illness identity struggled to find meaning and value when assuming 
the pre-bereavement identity. Re-discovering the pre-illness identity and accessing it 
anew from the lived perspective of caregiver helped caregivers generate that lost value 
and meaning (i.e., eased burden, altered experiences of dying process, caregiver utility, 
and connection with care recipient).   
 4.5.1.2 Mediation. Mediation addressed the central question of how the resource 
and risk can interact to promote resiliency, and is the heart of the resiliency model. 
Specific to this study, the challenge was understanding the therapeutic mechanisms 
embedded in the musical encounters that elicited the stable caring relationship of the pre-
illness identity to mediate the risk of the pre-bereavement identity. This proved difficult 
because, while caregivers provided florid details about the nature of their non-musical 
interactions with care recipients, they were less descriptive about the musical 
interactions. Discussion about the music process typically focused on mostly factual 
statements regarding what happened (e.g., singing, playing guitar, etc.) rather than how 
that musicking evolved in response to shifting factors in the setting.  The lack of intricate 
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detailing was not a reflection of caregiver detachment from the process; rather, it was a 
reflection of the lack of accessible and developed language to describe the process. 
 Because these descriptions were surface level and imprecise, I was, 
paradoxically, unable to use that data as the starting point for analyzing the music therapy 
process. Instead, I turned to the most elucidated process: caregivers’ assumption of 
various identities across the normalcy multilarity. This led me to considering how (a) the 
pre-illness identity manifested in the musical encounter, (b) that same encounter provided 
sufficient space for the pre-bereavement identity to also manifest, and (c) the music 
ultimately promoted a balanced identity capable of producing the reported caregiver 
benefits.  
 Using these ideas as a starting point, ritual drama – a construct I had explored in 
a previous paper (Potvin, 2015) - appeared capable of functioning as a unifying structure. 
Ritual drama is a theoretical construction of how communities collectively engage in 
mutually beneficial social practices (Turner, 1984). Comprised of three distinct phases –  
separation, liminality, and reincorporation – ritual drama challenges participants to break 
free from pre-existing norms (separation), enter into a period of ambiguity wherein they 
can engage with new potentialities (liminality), and incorporate selected potentialities 
back into the pre-existing norms (reincorporation) (van Gennep, 1960).  
 Specific to this study, separation occurred in collaborative musicking when 
caregivers partially detached from the dominating pre-bereavement identity (i.e., primary 
caregiver) in order to reconnect with their pre-illness identity (i.e., spouse, parent or 
child). This detachment manifested within musical encounters that facilitated care 
recipients’ return to their pre-illness identity. Since care recipients functioned as the 
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primary conduit for the music experience, this identity shift cued caregivers to return to 
their own pre-illness identity. Separation was necessary for caregivers to create 
surrounding psychic space sufficient for accommodating a new means of being, one 
capable of invigorating and restoring their identity as primary caregiver as currently 
constructed.  
 Once reconnected with their pre-illness identity, caregivers entered the liminal 
stage. Liminality is defined by the “betwixt and between” (Turner, 1984) wherein 
caregivers were not solely one identity or another. Rather, they experimented with a 
number of manifestations of identity, sometimes simultaneously. Fully discerning all 
those multiple identities was impossible given the challenges for caregivers to 
retrospectively recall such an intense period of ambiguity; however, as detailed in initial 
and focused coding, it was clear that identity across the normalcy multilarity was a nodal 
point for caregivers. One’s location within a multilarity is never fixed, but rather 
constantly moves across the multiple potentialities, and caregivers were indeed in motion 
at this time. Within musical encounters they engaged using various roles (e.g., inherent 
duty, inherent responsibility, voluntary role, and/or forced role) to engage with care 
recipients as primary caregiver and husband/son/daughter/mother. The music therapy as 
facilitator assisted caregivers in safely exploring those identities through the process of 
embodiment. Embodiment does not permanently attach an individual to the identity being 
embodied, but does allow for contact with that identity to determine its potential form(s) 
and function(s).  
 Caregivers, having embodied the pre-illness identity that had once held such 
great meaning, wished to retain that identity outside of the liminal stage. At the same 
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time, caregivers were aware they were returning to a caregiving situation demanding they 
once more assume the taxing primary caregiver identity. The solution was to accept the 
responsibilities of being the primary caregiver, but now with the intentionality and 
invaluable contributions of the pre-illness identity in tow. Subsequently, part of the 
liminal exploration involved integrating the two identities so that the meaning of being 
husband/son/daughter/mother could motivate and invigorate the responsibilities of being 
primary caregiver with purpose and value. This marked the third and last stage of the 
ritual drama: reincorporation. The extension of music beyond the therapeutic setting 
through musical encounters such as legacy projects served as a transitional object for 
caregivers to utilize when wishing to retain the broadened perspective and developed 
insight provided by their liminal explorations of identity embodiment.  
 Within this ritual drama, the music therapy process manifested along the contact 
boundary. As detailed in the Chapter I, the contact boundary is a foundational Gestalt 
therapy concept describing the confrontation between the self and the field. The psychic 
place where the individual can interact with the environment (e.g., people, physical 
setting, etc.), the contact boundary houses multiple potentialities and provides the 
individual opportunities to actualize any of them. Music therapy created a safe container 
around this exploratory space, simultaneously challenging and supporting caregivers in 
the embodiment of their multiple identities.  
 4.5.1.3 Outcome. Having reincorporated with the environment with a balanced 
pre-illness and pre-bereavement identity, caregivers experienced increased resilience. 
Caregiver resilience is defined in this model as the individual’s integration of their pre-
illness identity (e.g., spouse, child, etc.) and pre-bereavement identity (i.e., primary 
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caregiver) to infuse the intentions of caregiving with purposefulness and value. The 
meaning derived from that value was explicated by the benefits of eased burden, altered 
experiences of dying process, caregiver utility, and connectivity with care recipient.  
 Caregivers found restoration and rejuvenation in drawing on the primacy of the 
being spouse or child, and subsequently derived greater value from the caregiving 
experience through the actualization of that identity. The contours of this value was 
explicated in the caregiver benefits code, which detailed what occurred for caregivers 
while engaged in collaborative musicking. Music therapy was the medium through which 
the transformation to a more balanced and fulfilled caregiver was possible, ritual drama 
the theoretical structure housing that therapeutic process, and the indirect resiliency the 
theoretical model providing form to the broader sequencing of the pre-bereavement 
process.  
 4.5.1.4 Theoretical story. The following theoretical story was constructed to 
provide a narrative lens through which to understand how caregivers may have 
experienced and moved through the model’s process. 
  “When did eating dinner with my partner become feeding her dinner? 
When did going for a walk with her become getting her ready to get out of bed? I 
feel like I’ve been caught in a car accident where everything is moving both fast 
and slow at the same time, but no matter the speed I know this will not end well. I 
don’t have a sense of what I’m doing other than what I’m required to do right now 
in this moment. Preparing for tomorrow seems both impossible and unnecessary 
because not only can I not think that far ahead, I don’t know what to expect.  
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  How much longer is it possible to maintain this? I don’t have time for 
church anymore, or to see family on holidays. Any free time I have is used for 
eating or sleeping, basic daily functions that I unknowingly took for granted until 
I found myself living for two.  
  But in music…in music something happens. She’s not just ‘there’, but is 
actually doing something. And not just something, but participating and engaging. 
I see her smile, and I feel that pressure on my shoulders shift ever so slightly. 
  And now I’m singing. And moving. And I see her now. I don’t see the 
tasks I need to complete or the challenges complicating those tasks. I see her, 
interacting with others in ways that seem familiar. What’s more, I see myself next 
to her: dancing with me in the hall around the corner from where we lived, 
traveling with me on a vacation, listening to music on the couch.  
  I see us and that pressure on my shoulders shifts once more. It doesn’t 
shift in terms of weight but in quality. It’s still heavy, but now that pressure feels 
comforting in how it holds me rather than restrictive in how it confines me. I can 
hold it back, even in the midst of fighting through giving her a bath, instead of 
feeling obligated to bear it just a bit longer.  
  Nothing has really changed. She still needs me more and more each day, 
and there is still only one of me to go around. But nonetheless, it’s good to see her 
again. It’s good to see us.” 
4.5.2 Evolving Theory 
 The music therapy model for pre-bereaved caregiver resiliency development 
grounds a working, clinical framework in a substantive theory encompassing both pre-
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bereavement and music therapy processes. The initial interview trajectories (pre-
bereavement experiences and music therapy) transformed into core categories (normalcy 
multilarity and collaborative musicking) and then once more into theoretical codes (risk, 
resource, mediation, and outcome). The theoretical propositions evolved in tandem with 
these transformations from codes to categories to relational model. Table 8 reviews the 
final evolution of these propositions.  
 
 
Table 7. Theoretical propositions informing the music model for pre-bereaved caregiver 
resiliency development 
Pre-Bereavement Caregiving Experience Music Therapy 
 
Normalcy is not limited to the here-and-
now, but rather an evolving construct from 
the time prior to the time of care recipient’s 
diagnosis (pre-illness), over the course of 
care recipient’s full disease trajectory (pre-
bereavement), and through and after the 
care recipient’s death (post-death). 
Caregivers need not remain on a fixed point 
on this multilarity, but maintain the ability 
to stretch in multiple directions and 
simultaneously draw from pre-illness, pre-
bereavement, and post-death.   
 
 
Collaborative musicking is a dynamic 
interaction among caregiver, care 
recipient, and music therapist that is 
responsive to caregiver identity and role; 
care recipient identity and role; music 
therapist identity and role; and 
additional contextual features specific to 
the therapeutic setting. 
 
 
Caregiver resilience is defined in this model 
as the individual’s integration of their pre-
illness identity (e.g., spouse, child, etc.) and 
pre-bereavement identity (i.e., primary 
caregiver) to infuse the intentions of 
caregiving with purposefulness and value. 
The meaning derived from that value was 
explicated by the benefits of eased burden, 
altered experiences of dying process, 
caregiver utility, and connectivity with care 
recipient. 
 
 
Music therapy facilitates for caregivers a 
simultaneous exploration of pre-illness 
identity (e.g., spouse, child, etc.) and 
pre-bereavement identity (i.e., primary 
caregiver). These explorations do not 
manifest as independent music 
experiences for caregivers; rather, 
caregiver engagement with music is 
predicated on the care recipients’ 
engagement, and parallel revisitation to 
a pre-illness identity, within the musical 
encounter 
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CHAPTER 5: DISCUSSION 
 
 The purposes of this study were to (a) illustrate and enhance understanding of 
informal hospice caregivers needs during pre-bereavement, (b) examine how joint music 
therapy sessions with care recipients may impact caregivers pre-bereavement 
experiences, (c) develop a clinical model that can serve as bases for the development of a 
research trajectory and clinical practice in music therapy during pre-bereavement, and (d) 
contribute to a growing body of scholarly rationale for music therapy as a core service in 
end-of-life and palliative care. Three research questions guided these intentions: 
4. What biopsychosocial-spiritual needs are present for caregivers of hospice 
patients during pre-bereavement? 
5. Which of those needs was music therapy able to address during that period? 
6. What was the process by which those needs were met in music therapy, and what, 
if any, aesthetic or creative features were integral to that process?  
To answer these questions, 14 presently bereaved caregivers were interviewed about 1) 
their pre-bereavement experience and 2) their experience of joint music therapy sessions 
during this pre-bereavement period. A constructivist grounded theory methodology 
incorporating situational analysis was utilized to analyze the interview data.  
The study was largely successful in addressing the stated purposes and questions, 
though methodological limitations hindered fully meeting those intentions. In the 
following sections findings will be summarized and interpreted and connected to the 
existing knowledge bases about caregiver pre-bereavement and music therapy models. In 
addition, strengths and limitations will be identified, and recommendations outlined.  
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5.1 Storyline 
 
At its heart, this study was a story of people loving each other in a profoundly 
deep manner defying understanding or description, to the point that a spouse, parent, or 
child would care for a loved one without condition but also without cause. As those same 
loved ones became ill and experienced global declines robbing them of basic day-to-day 
functionality, fundamental resources like the ability to hold a conversation, and unique 
personality traits and characteristics, they became the recipients of care provided by 
others. And those spouses, parents, and children transitioned right with them and became 
caregivers. For some caregivers, taking on these challenges was an inherent duty or 
responsibility assumed from a stance of loyalty rather than welcoming; for others, it was 
either a role they openly welcomed or one they were forced into. In the process of that 
change, caregivers became adrift from the ways of loving and relating that had once 
brought them together, and as that ground shifted under them it became increasingly 
difficult to find footing in the ever increased care needs of the care recipient.  
How do music therapists address this shifting landscape of health and relating? 
What is the starting point for clinicians when initiating work with pre-bereaved 
caregivers? What is the starting point for researchers when examining the efficacy and 
role of music therapy in this clinical context? This study provides an empirical clinical 
model with substantive theoretical roots that offers initial answers to these questions.  
A grounded theory analysis of the caregivers’ interview data resulted in the 
construction of the music therapy model for pre-bereaved caregiver resiliency 
development (see Figure 5 in the Chapter IV). Founded up on two core categories – the 
normalcy multilarity and collaborative musicking – this model identifies (a) a potential 
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risk factor confronted by caregivers during pre-bereavement, (b) a corresponding 
resource to be amplified for caregivers during pre-bereavement, (c) a clinical music 
therapy process capable of amplifying that resource thereby mediating the risk, and (d) an 
outcome fostering increased caregiver resilience through pre-bereavement.  
5.2 Normalcy Multilarity 
 
Multilarities are expansions of polarities that pose mutually exclusive dyadic 
choices (e.g., male or female). A multilarity assumes numerous potential outcomes within 
a given scenario, none of which can be outright assumed to be mutually exclusive. The 
individual then is in a constant state of motion from one point to the next, stretching in 
any number of directions in a state of balance among the potentialities (Zinker, 1977). 
The normalcy multilarity represented three stages of the end-of-life process – pre-illness, 
pre-bereavement, and post-death normalcy– that were reflections of how caregivers used 
time to frame their experiences. Each normalcy was comprised of three elements: 1) 
caregiver identity, 2) caregiver role, and 3) music relationship. As will be seen, while 
caregivers’ physical beings were objectively located in one stage at any given time, their 
identities, roles, and music relationships were fluid across the multilarity.  
Caregiver identity reflected how caregivers self-identified in relation to the care 
recipient. For participants in this study, that meant that their pre-illness identity was as 
spouse, parent, or child. The pre-bereavement identity was primary caregiver, defined as 
the individual who assumed the majority of daily responsibility for the care recipient. 
That responsibility could include but was not limited to physical care, emotional support, 
medical decision making, and collaboration with a long-term care facility. The distinction 
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between the pre-illness and pre-bereavement identity was also significant; it could not 
just be assumed that a spouse, parent, or child would evolve into a primary caregiver.  
Caregiver role comprised the tasks assumed by caregivers in the service of care 
recipients. That role evolved considerably over the course of the care recipients’ disease 
trajectory. Care recipients’ health declined over an elongated process that oversaw 
continuous losses, such as care recipients’ independent functioning, care recipients’ 
ability to meaningfully engage and relate, and caregiver and care recipients’ ability to 
share meaningful experiences. As those losses mounted, caregivers experienced a number 
of challenges (e.g., being unable to independently provide sufficient care and managing 
their own emotional state). They also experienced disruptions to their personal life, such 
as serious health struggles of their own. These challenges disrupted their ability to attend 
to an increasing amount of responsibilities (e.g., managing finances, advocating for care 
recipients in long term care facilities, and completing necessary daily chores like 
preparing food and picking up medications). At the same time, caregivers had an 
expanding set of needs (e.g., relief of responsibility, assistance in home or at the facility, 
and time to provide self-care) or engage in a task outside of caregiving (e.g., shopping). 
These needs were the conditions necessary for them to effectively manage the 
aforementioned responsibilities and challenges. 
Music relationship represented the care recipient’s relationship with music, which 
included not only what music they engaged with but how (e.g., receptive, recreative, 
improvisational or compositional), why, and when. This shift from the caregiver to care 
recipient perspective was in line with the findings, to be discussed further in the next 
section, that caregivers experienced music through the care recipients’ experiences. The 
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manner with which the care recipient traditionally related to music informed the music 
therapists’ clinical decision-making (e.g., instrumentation, song choice, etc.).  
As care recipients’ health declined, their engagement with music and then, by 
extension, their relationship with music inalterably changed. Individuals who once played 
organ in their church or playfully taught their children songs around the house were 
unable to engage with music in those same ways. They were now reliant on others to 
bring them music. In much the same way that care recipients shifts in health had triggered 
a corresponding shift in the nature of their relating to their spouse, parent or child, an 
additional corresponding shift was triggered in how they related to their music.  
5.3 Collaborative Musicking 
 
Collaborative musicking among the three stakeholders (i.e., caregiver, care 
recipient, and music therapist) was the therapeutic mechanism that (a) actualized 
caregivers’ pre-illness identity, (b) elicited meaningfulness from the pre-illness identity, 
and (c) contextualized that meaningfulness with the pragmatic realities of pre-
bereavement. This music therapy process was comprised of three foundational musical 
encounters: co-constructed recreative musicking, community music therapy, and legacy 
projects. Due to caregivers’ limitations in describing the music therapy process (e.g., how 
musical qualities in voice, guitar, and piano shifted in response to the therapeutic setting), 
each encounter is understood in broad strokes. Nevertheless, these encounters provide a 
starting point for understanding what occurred in the musical interactions.  
Co-constructed recreative musicking encompassed music experiences in which 
pre-composed music was recreated through any combination of voice, guitar, piano, and 
percussion. While a broad umbrella that does not distinguish between types of co-
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constructions, joint recreation nevertheless indicates the prevalence and importance of 
familiar, pre-composed music with disabled individuals and their caregivers. Community 
music therapy involved the engagement of other individuals outside the three 
stakeholders, such as care recipients’ fellow residents in a long term care facility. Legacy 
projects were those that provided opportunities for a music-based life review of the care 
recipient and/or musical artifacts (e.g., video recordings of sessions, CD compilations of 
song dedications, etc.) that extended beyond the immediacy of the music therapy session. 
 Within these encounters care recipients were able to access their pre-illness 
identity (e.g., husband, wife, mother, son, etc.) wherein a healthier manifestation of the 
care recipients’ self was activated. In those moments, care recipients were no longer 
predominantly viewed by caregivers solely as sick and dying; they were whole persons 
that reflected a totality of their personality traits, life experiences, and contributions. And 
as care recipients returned to their pre-illness identity, caregivers appeared unconsciously 
cued – or perhaps provided permission – to do the same. The emergence of these 
corresponding pre-illness identities allowed caregiver and care recipient to interact from 
vantage points of health rather than illness. This promoted returns to not only healthier 
but familiar ways of relating wherein caregiving became once more an act of love rather 
than act of service.  
Through this interpersonal alignment, care recipients assumed a role as the 
primary conduit for the collaborative music experience. That is, the experience of the 
care recipient within collaborative musicking became not only paramount but the lens 
through which the caregiver would experience the music. This meant that caregivers did 
not engage with the music in the musical encounters using their own personal 
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associations, emotions or thoughts; rather, they fully attuned to the care recipients’ 
associations, emotions, and thoughts within the music.  
The music therapists assumed the role of facilitator within collaborative 
musicking. In that role, music therapists’ facilitated (a) caregivers’ and care recipients’ 
reengagement with their respective pre-illness identities, (b) their intermusical 
interactions through those identities, and (c) caregivers’ contextualizing of the pre-illness 
identities’ intentionality and purpose within the pre-bereavement normalcy. Because the 
music therapists were not interviewed in this study, it is unknown whether this role and 
these goals were consciously or unconsciously maintained by the music therapists. The 
qualities demonstrated in the role of facilitator were partnering with both caregiver and 
care recipient, establishing a compassionate presence, and accurately empathizing with 
the unique and individualized caregiving situation.  
As the collaborative musicking process unfolded, four primary benefits were 
experienced by caregivers that became foundational for resiliency development: eased 
burden, increased fulfillment, increased utility, and improved connectivity with care 
recipient. Eased burden was caregivers experience of being relieved, even temporarily, of 
the responsibilities and challenges of caregiving. Such experiences contributed to 
caregivers’ feelings of increased fulfillment wherein caregivers experienced their sadness 
alongside an ability to positively reflect on their time with the care recipient. Increased 
utility was related to actions that caregivers felt were of great value as health declined, 
such as providing care recipients access to music therapy. For caregivers, all this 
culminated in an increased connectivity with the care recipient that was of great value. 
Through collaborative musicking, caregivers found themselves providing care recipients 
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compassionate acts of love as opposed to mechanical acts of service; this meaningful 
connection had carry over and application beyond the immediacy of the music therapy 
session.  
Consequently, the foothold for meaningful pre-bereavement work became 
addressing those fundamental shifts in relating. Each caregiver spoke, not only of 
reconnecting in music therapy with their pre-illness identity (spouse, parent or child) but 
also how that reconnection helped restore them spiritually, emotionally, and 
interpersonally. Having been restored, they were then able to engage with their primary 
pre-bereavement identity (primary caregiver) from a healthier vantage point. These 
concomitant actualizations of identity were opportunities for caregivers to transfer the 
intentionality and purpose of caring from the pre-illness normalcy into the pre-
bereavement normalcy. 
The findings, therefore, suggest that a shift in caregiving identity functions 
through engagement with music was an important mediator in this model: when 
caregivers detached enough from the dominance of the primary pre-bereavement identity 
(primary caregiver) to allow simultaneous reconnection with the pre-illness identity 
(spouse, parent or child), the caregiving process was infused with a previously lost or 
minimized intentionality and purpose. This balancing of identities occurred within the 
second core category, collaborative musicking.   
5.4 Resiliency Development 
 
From these core categories four theoretical codes – risk, resource, mediation, and 
outcome –  were constructed, forming the building blocks for the resiliency development 
model. The framework of this model was outlined by Masten (2001) as an indirect model 
172 
 
of resiliency, mean the focus is on “altering the level of a particular asset or risk” such 
that “the intervention could be a mediating attribute” (p. 230). Masten’s emphasis on 
mediation was salient given this study’s own emphasis on mediating risk with an asset, or 
resource in this case.  
In this resiliency development model, the risk was caregivers disengaging from 
the pre-illness identity as care recipients’ health declined. This disengagement is made 
necessary in order to accommodate the increasing demands of pre-bereavement 
caregiving. Consequently, caregivers pulled further away from the relationship that 
centrally defined how they related to the care recipient and how the recognized 
themselves. As spouse, caregivers had entered into a union that existed far longer than a 
life without that union, and had overseen a maturing love defined by supporting one 
another through times both good and bad. As a parent, caregivers accepted into their life 
a being of their own creation for whom they willingly and happily accepted 
responsibility. As a child, caregivers had lived their entire life – literally – with this 
individual as a bedrock of support and model for love. Caring stable relationships were 
inherent to each of these types of relating captured in this sample.   
These deep wells of lived experience were at the core of how caregivers and care 
recipients related prior to the onset of illness. However, once a diagnosis was made and 
functional declines set in, relating as spouse, parent, and child were made secondary to 
the increasing needs of their ill loved one. As these needs increased, so did the demands 
on spouse, parent, and child, and the time or ability to see a movie, go out to dinner or 
engage in any other task or activity that would typify their relationship was lost. 
Replacing these meaningful activities were caregiving needs such as preparing for a bath, 
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managing behaviors and personality shifts, and making difficult medical decisions. As 
this pre-bereavement normalcy solidified, and the primary caregiver identity became the 
dominant identity, caregivers lost the meaningfulness of being spouse, child, and parent. 
Without that meaningfulness cultivated over a (near) lifetime, caregivers were bereft of 
an intentionality and purpose that provided them the ability to derive value from making 
a loved one comfortable in the face of the inevitable.  
The resource, consequently, was the caregivers’ pre-illness identity of spouse, 
parent or child. This identity carried with it the very intentionality and purpose now 
missing in the caregiving process. What had once been acts of love during the pre-illness 
normalcy (e.g., eating dinner with my wife) had transformed acts of service during the 
pre-bereavement normalcy (e.g., feeding my wife dinner). Re-connecting with the pre-
illness identity during the pre-bereavement normalcy so rife with needs, responsibilities, 
and challenges offered caregivers an opportunity to experience caregiving from a 
different vantage point. The reality of the care being provided could not be changed, but 
the experience of providing that care could be transformed. 
The music therapy process was the mediator by which this resource was amplified 
and the risk mediated. Three stages were identified in this process, namely separation, 
transition, and reincorporation. These stages have been described elsewhere as stages 
typical of ritual drama in community (Ruud, 1998; Potvin, 2015). Ritual drama is the 
joining of a community to harmoniously structure a process of worth and value to each 
community stakeholder and the group itself (Turner, 1984; van Gennep, 1960). The first 
step, separation, is when community members temporarily detach from what is typical 
and open themselves to a new experience. Caregivers, utilizing the collaborative 
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musicking process described above, engaged in separation when they temporarily 
detached from primary pre-bereavement identity of primary caregiver. In doing so, they 
were released from the caring burden of their responsibilities and challenges. This opened 
up a space both within them and around them that could accommodate the experience of 
something new and needed 
Transition is where that something new could be introduced. At the core of this 
transition is liminality, an exploratory state of ambiguity wherein the community member 
exists betwixt and between various potentialities. Within liminality, individuals embody 
these potentialities to try different ways of approaching and conceiving both themselves 
and their environment. The intention here is to find new way(s) of being with self and 
other that can address needs in the concrete reality outside the ritual drama. Caregivers 
utilized this liminal space to accomplish two tasks: (1) reconnecting with the pre-illness 
identity of spouse, parent or child and the benefits that identity had to offer, and (2) 
balancing activation of the pre-illness identity with the concurrent activation of the 
primary pre-bereavement identity (i.e., primary caregiver). This process allowed 
caregivers to explore how the meaningfulness of being spouse, parent or child could take 
root in the daily rigors of being primary caregiver.  
Reincorporation is when community members transitioned from the liminal space 
back into the concrete reality of their lived world, but now buoyed with the insight 
developed during transition. Here, caregivers returned to their role as primary caregiver 
because the pragmatic realities of the care recipients’ health demanded as much; 
however, this re-engagement as primary caregiver was inalterably shaped by drawing 
from the meaningfulness offered by the pre-illness identity. Engaging with the care 
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recipient as primary caregiver but from the broadened and deepened perspective as 
spouse, parent or child infused caregiving with a previously lost or minimized 
intentionality and purpose. 
The eventual outcome was resiliency, defined in this study as the ability of 
caregivers to withstand the daily and long-term challenges of caregiving, their own 
shifting identity and role as care recipients’ health declines, and the reality of care 
recipients’ pending death. It was from this vantage point that caregivers spoke of 
experiencing eased burden, fulfillment, increased utility, and improved connectivity with 
the care recipient. These were the pillars buoying caregiver resiliency, a point driven 
home when multiple caregivers contextualized these benefits from music therapy during 
the care recipient’s active dying phase. At a juncture when the inevitability of death was 
no more evident, caregivers found the capacity for gratitude and peace through sharing 
music with their loved one.  
5.5 Unique Findings: Contributions to Theory and Practice 
 
This model clarifies a clinical process for working with pre-bereaved informal 
hospice caregivers that situates board certified music therapists to make empirically 
informed assessments, treatment goals, and clinical decisions. While recent scholarship 
has identified potential goals and outcomes (Choi, 2010; Clements-Cortes, 2011; 
Gallagher et al, 2006), clinical processes (Baker et al., 2012; Magill, 2009), and uses of 
music (O’Callaghan et al., 2013) during pre-bereavement, this is the first music therapy 
hospice model to (a) identify resiliency development as a significant clinical outcome for 
pre-bereaved caregivers, (b) explicate a clear music therapy process for promoting 
resiliency development during pre-bereavement, and (c) construct a nascent manualized 
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yet dynamic treatment protocol for use in end-of-life settings. This section will explore 
how these findings contribute to hospice music therapy and pre-bereavement work, and 
interact with the existing knowledge base.  
5.5.1 Resilience 
The resulting model was consistent with the examination of caregiver resiliency 
in the literature review (see Section 2.3.3.1) which suggested resilience to be a 
fundamental human phenomenon manifesting as an intrinsic trait (Southwick & Charney, 
2012) prevalent in at least half of caregivers (Bonanno et al., 2002). To be clear, within 
this model, resiliency is not directly amplified by music therapy; rather, music therapy 
amplifies the resource (i.e., caregiver pre-illness identity) that provides direct access to 
the resilience. That resource – the stable caring relationship caregivers maintained with 
care recipients through their pre-illness identity – is a mediating pathway to increasing 
access to and utilization of resilience.  
This is an important distinction as it touches upon important concepts of agency 
and self-determination. Caregivers have always grieved their loved ones, and despite this 
burden humanity has prospered. It stands to reason that there are unique interpersonal 
components of the human condition that have allowed people to manage and move on 
from these profound losses. Subsequently the question was how, as a facilitator, the 
music therapist could collaborate with both caregiver and care recipient to help caregivers 
access and utilize their intrinsic resources for managing grief. Such an approach is in 
strong contrast to a music therapist teaching or instilling in caregivers a resiliency to be 
employed at the appropriate times, like a relaxation technique or coping strategy.  
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While ritual drama provided a conceptualization for the process by which music 
amplified the resource, the exact mechanics of how that occurred was neither explored 
nor uncovered. Previous research does provide ground for speculation about the potential 
mechanisms, however. For individuals with dementia, music therapy can elicit strong 
memories (Cuddy & Duffin, 2005; Irish et al., 2006) and positively impact both affective 
states and social behaviors (O’Dell-Miller, 1995; Raglio et al., 2008; Svansdottir & 
Snaedel, 2006), suggesting that those individuals may be revisiting pre-illness states of 
health during musical engagement. Music therapy may also significantly alter quality of 
interactions between caregiver and care recipients with dementia, including improvement 
in mutual engagement (Clair, 2002), suggesting that caregivers will actively develop 
meaningful ways of relating. These findings are consistent with the pre-bereavement 
resiliency development model’s emphasis on caregivers revisiting the pre-illness 
normalcy, in conjunction with the care recipient, to access a resource. This literature base 
may provide structure for future studies examining the mechanism by which caregivers 
utilize music therapy to access resources.  
5.5.2 Caregiver Identity 
 The focus of this model on one central need – that is, caregivers’ need to re-
engage with the care recipient through their pre-illness identity – so profoundly affecting 
the larger pre-bereavement caregiver experience was an unexpected development. It was 
anticipated prior to the study that a cornucopia of needs would create more of a 
composite pre-bereavement experience. This expectation was reflected in the decision to 
use situational analysis, a method capable of capturing and synthesizing diverse data sets. 
And indeed a diverse data set of identified pre-bereavement needs was collected; 
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however, the method’s recursive process of deconstruction and reconstruction culled this 
central pre-bereavement need. The centrality of identity during pre-bereavement is 
supported by contemporary scholarship both inside and outside the music therapy 
community.  
The development of dialogical perspectives (Garred, 2006) and relational theory 
(Abrams, 2012) in music therapy firmly places the spotlight in how individuals’ self-
identity in relation to another. Dialogical music therapy is founded upon Buber’s seminal 
I and Thou (1970), wherein he discusses I-Thou and I-It, the two constructs by which 
individuals relate to and identify with self, other, world, and spirit. The contrasts between 
how I-Thou and I-It conceive of and engage with this multi-layered field of interaction 
provides insight into how pre-illness identity infuses pre-bereavement normalcy with 
meaningfulness. 
I-Thou is a proximal relating between two individuals in which “the relation is its 
own fulfillment, not directed toward bringing about something other than itself” (Garred, 
2006, p. 45). Within this interaction there exists a mutuality “of one recognizing, 
accepting, and affirming the other…it is reciprocal, a relation of influence both ways. It is 
not an active subject simply mastering a passive, subordinate object” (pp. 48-49). In 
contrast, I-It is characterized by “the world of our daily affairs” wherein “we employ 
devices that we have at hand as means toward various determined ends” (p. 42). As such, 
It is “no longer present as an actuality…It has become something fixed itself, something 
that is already defined and comprehended” (p. 46). In short, I-Thou is “engaging with” 
whereas I-It is “acting onto”.  
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There is considerable overlap when these dialogical perspectives are 
superimposed over the music therapy model of pre-bereavement resiliency development. 
I-Thou parallels the relating between caregiver and care recipient when engaged through 
their pre-illness identities (i.e., spouse/spouse, parent/child, and child/parent). Here, there 
are no concrete outcomes to be achieved in order to provide value to the relationship; the 
act of sharing in experiences with one another is meaning enough. In contrast, I-It 
parallels the relating between caregiver and care recipient through their pre-bereavement 
identities (i.e., primary caregiver and care recipient). Here, caregivers engage primarily 
through overcoming challenges, meeting responsibilities, and addressing needs as able. It 
is at this juncture that caregivers lose touch with what it meant to engage with the care 
recipient as a loved one, to share a space defined by “engaging with” rather than “acting 
upon”. 
While Garred (2006) developed a number of ideas atop the foundation principles 
of I-Thou and I-It, there is one in particular that resonates with the mediation process 
within the music therapy resiliency development model: “the moment of meeting”, 
coined by Stern and colleagues (1998) but with correlates to Buber (1970). The “moment 
of meeting”, drawing from the intrinsic desire of the individual to relate to another, finds 
therapist and client engaging in “a novel intersubjective contact” (Garred, 2006, p. 112) 
that fundamentally alters how one relates to the other. The “moment of meeting” requires 
a three-part process of (1) encounter between both parties, (2) exploration of a period 
marked by untapped potentiality, and (3) a decision to accept this relational encounter 
with the other. As individuals emerge from this “moment of meeting”, they do so “being 
no longer the same as when entering into it” (p. 114).  
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The “moment of meeting” as a three stage process of encounter, exploration, and 
transformation is consistent with resiliency development model’s three stage mediation 
process of separation, transition, and reincorporation. As caregivers engage in a “moment 
of meeting” with care recipients and the music, they (1) encounter their pre-illness 
identity (or I-Thou) by separating the pre-bereavement identity (or I-It), (2) explore the 
potential of drawing from the meaningfulness of the pre-illness identity to infuse purpose 
and intentionality in the pre-bereavement normalcy, and (3) take with them that 
meaningfulness as they re-engage with the caregiving setting.  
An additional theory but from outside music therapy – the caregiver identity 
theory (Montgomery and Kosloski, 2013) – posits that formulation of the caregiver 
identity is a fluid construct that changes over time, or phases, in response to 
corresponding shifts in their role. Caregivers are challenged to engage in a process of 
identity maintenance wherein, through a process of self-appraisal, congruence is achieved 
between their identity standard (i.e., spouse or parent) and the behaviors they assume 
when completing caregiving activities. It is theorized that “a caregiver experiences 
distress or burden as a result of a disruption in an identity maintenance process” (p. 137). 
These sorts of disruptions can occur through two mechanisms: the caregiving context, 
wherein the caregiving activities assumed by the caregiver are dissonant with their 
preferred means of engaging with the care recipient, and role conflict, wherein the 
demands of being caregiver interfered with concomitant identities established with others 
(e.g., caregiver as mother to her children or spouse to her partner).  
Montgomery and Kosloski (2013) make three clinical recommendations based on 
this theory. The first is to change behaviors, such as establishing additional support in the 
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caregiving context to relieve caregiver of activities. The second is enhance self-appraisal, 
a cognitive-behavioral reframing of the caregiving context to “counter any negative self-
evaluation” (p. 147) on the part of the caregiver. The third is changing the identity 
standard wherein “caregivers can be taught about the changing needs of the care recipient 
and encouraged to embrace an identity in relation to the care recipient that places greater 
emphasis on the caregiver role than on the initial familial role” (p. 147).  
Clear correlates exist between the caregiver identity theory and this study’s 
emergent model of resiliency development. For instance, the caregiver identity theory’s 
foundational concepts of “identity standard” and “caregiving activities” are referred to in 
this model as, respectively, “pre-illness identity” and “caregiver responsibilities”. 
Additionally, the theory’s process-oriented concepts of “identity maintenance” and 
“phases” are referred to in this model as, respectively, “mediation” and “normalcy 
multilarity”.  
These overlaps, however, are not necessarily redundancies. The caregiver identity 
theory focuses on how identity changes over time, grounding that theory in Piagetian 
concepts of assimilation and accommodation (Piaget, 1955), Burke and colleagues’ 
development of identity maintenance as a process of achieving homeostasis (Burke & 
Reitzes, 1991), and Stryker and colleagues’ singular views on identity development 
(Stryker & Burke, 2000). In contrast, the music therapy resiliency development model is 
founded on empirical constructs derived from interviews with caregivers and developed 
via systematic grounded theory analysis. The fact that these similar ideas have taken root 
across diverse explorations speaks to their veracity.  
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 At the same time, there are significant departures. Most saliently, this model 
focuses, not on identity maintenance, but on resiliency development. Whereas the 
caregiver identity theory suggests that the work of a caregiver is on clarifying their 
identity standard, the pre-bereavement resilience development model advocates for 
utilizing the pre-illness identity to provide the present situation (i.e., pre-bereavement 
normalcy) with meaningfulness. This means caregivers do not need to focus on 
developing new ways of self-identifying or conceptualizing caregiving; rather, they can 
draw from the resources that already exist to make meaning from the caregiving 
experiencing. This deviation is most clear in Mongtomery and Kosloski’s (2013) clinical 
recommendation that caregivers, in order to achieve greater maintenance, place “greater 
emphasis on the caregiver role than on the initial familial role” (p. 147). The pre-
bereavement resiliency development model advocates for the exact opposite by framing 
that initial familial role, or pre-illness identity, as the resource to be amplified. 
5.5.3 Resource-Oriented Music Therapy 
 Burgeoning scholarship into resource-oriented music therapy over the past decade 
supports the relevancy of fostering such resiliency. While an approach traditionally 
developed in mental health settings, there is an applicable broader application here. In a 
seminal work tying together the disparate threads related to resource-oriented music 
therapy, Rolvsjord (2010) identified four necessary conditions of this approach: 
1. Resource-oriented music therapy involves the nurturing of strengths, resources, 
and potentials 
2. Resource-oriented music therapy involves collaboration rather than intervention 
3. Resource-oriented music therapy views the individual within their context 
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4. In resource-oriented music therapy, music is seen as a resource (p. 74).  
Each of these conditions are not only present within this model but identify core 
theoretical pillars, and will be discussed below. 
The “strengths, resources, and potentials” nurtured in music therapy during pre-
bereavement was the caring stable relationship directly connected to caregivers’ pre-
illness identity. These “resources can have a moderating or buffering function, which 
reduces the negative effects of life stress” (Rolvsjord, 2010, p. 76), and here the 
caregiver/care recipient caring stable relationship was identified as an resource providing 
caregivers access to inborn resiliency.  
The collaborative musicking utilized by both music therapists was indeed a 
facilitated experience among music therapist, caregiver, and care recipient rather than an 
intervention. Collaborations in resource-oriented music therapy are defined by equality, 
mutuality, and participation. Of note, mutuality involves 
more than a one-way emphatic response from the therapist to the client. Mutuality 
involves a person-to-person responsive relationship in which both client and 
therapist are directly and personally involved…In music therapy, this also has a 
musical component that involves musical engagement and perhaps even a musical 
desire in the direction of making the music meaningful, aesthetic, and expressive. 
(Rolvsjord, 2010, p. 79) 
In essence, each stakeholder assumes agency in taking on roles appropriate to working 
together in a shared process.  
Specific to this model, that shared process encompassed attending to the care 
recipient through musical encounters informed by care recipient preference and caregiver 
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musicking roles (i.e., director/conductor, primary vocal, secondary vocal or musical 
presence). Care recipients then assumed their pre-illness role (i.e., spouse, parent or 
child), which cued caregivers to assume their own pre-illness role and engage with care 
recipients once more from a place of caring stable relationship. The music therapists’ 
mutuality manifested in their role as facilitator, wherein they responded to the shifts in 
identities by empowering them within the shared musicking.  
 Emphasis on context focuses on the clients’ access to resources within their 
respective networks. For instance, some caregivers had the financial resources to place 
the care recipient in a long term care facility following significant declines, while others 
were required to find ways of increasing care at home. Other caregivers had strong family 
support, while others were more or less isolated in their responsibilities. These and other 
contextual factors were addressed in the interviews, but the contextual feature that was 
most explicit was the care recipients’ disease trajectory and prognosis. As care recipients’ 
health declined, so did caregivers’ power: the power to assume and prepare for a future, 
the power to independently care for a loved one, and the power to make right whatever 
problems may emerge. With these new conditions destabilizing the spousal or parental 
relationships, the primary caregiver identity took root and dominated. This context is not 
only addressed but embraced by the music therapy resiliency development model, using 
this loss of power as an accepted starting point for initiating the therapeutic process. With 
that condition accepted, the music therapist was better positioned to assist caregivers in 
re-actualizing their pre-illness identity.  
 Music as a resource encompasses not only music in music therapy but music in 
daily living. This important distinction builds on the narrative that to be human is to be 
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musical (Abrams, 2011; DeNora, 2000) by emphasizing the importance of the informal, 
personal relationship with music. This narrative is interwoven throughout this model, as 
one of the three elements comprising each normalcy in the normalcy multilarity was the 
care recipient’s music relationship. Care recipients’ evolving relationship with music 
throughout the disease process was a core component of the shared musicking process, 
and in fact was often a focal point for collaboration among all three stakeholders.  
 Additional research, while not framed from this resource-oriented perspective, 
situates music, in keeping with this model, as a resource in the activation of health for 
older adults and individuals with advanced illness.  
5.5.4 Core and Integral Service 
 A principal finding of this study was that music therapy functioned as a core and 
integral end-of-life care service for caregivers unique from other services provided by the 
treatment team. Three vignettes shared in Section 4.3.4.3 eloquently captured this 
conceptualization. In the first vignette, the caregiver acknowledges that, despite the death 
of the care recipient, a “happy ending” could be achieved through engagement in 
collaborative musicking: “[Music therapy] was such a pleasant part that even with all the 
difficulty at the end I could still hear the music.” In the second vignette, the caregiver 
placed a premium on the well-being not just of the care recipient’s physical comfort as 
her health declined, but the intangible components (e.g. spirituality, expression, etc.) that 
comprised her quality of life: “[Hospice] wasn’t worth much without that therapy.” And 
in the third vignette, a spiritual component distinct from a doctrine-based faith was 
introduced into the caregiving setting:  
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“The whole music therapy and hospice are just really a vital component. The 
people from hospice that went in attended to mom’s physical needs and would 
look at her heart rate and could determine how close she was to death, but this 
was…I don’t know, just more human and more sacred and in a way kept us all 
attached to the world around us.” 
In contrast to these characterizations from caregivers who experienced music 
therapy with the care recipient, music therapy is routinely categorized as an alternative or 
complementary service rather than a core and integral service part of the 
multidisciplinary treatment team. A search for “music therapy” and “hospice” in an 
online search engine results in dozens of hits showing hospices across the United States 
listing music therapy as such. This trend is further reflected in much of the literature, 
such as hospice music therapy studies published in journals such as Evidence-Based 
Complementary and Alternative Medicine (Hilliard, 2005a) and examinations of 
complementary and alternative hospice services listing music therapy alongside services 
such as pet therapy and energy therapies (Kozak et al., 2009; van Hyfte, Kozak, & 
Leopore, 2014). 
 When situated as a music-centered (Aigen, 2005), culturally dynamic (Ansdell & 
Pavlicevic, 2004; Stige, 2002), and process-oriented healing practice (Abrams, 2011; 
Ruud, 1998), there is nothing inherently wrong or inaccurate about situating music 
therapy as different from the dominant biomedical model that focuses on linear cause-
and-effect product-oriented outcomes. However, there are troubling semantics associated 
with how the labels “complementary” and “alternative” are applied in the context of 
music therapy and end-of-life care.  
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To complement is to positively contribute to something else; while traditional 
definitions do not assign the complementing element as secondary to that which it is 
complementing (Complement, 2016), that is the implicit suggestion when music therapy 
is labeled as complementary so as to make distinct from multidisciplinary treatment team. 
This suggestion is reinforced with the “alternative” label. To be an alternative is to be 
“different from the usual or conventional” (Alternative, 2016), which designates music 
therapy as something “other than” the treatment team. Alternative therapies are also 
easily associated with practices that, unlike music therapy, are not evidence-based and 
rely more on anecdotal evidence and mysticism. By moving music therapy to the margins 
of the treatment planning process and associating it with non-evidence based practices, it 
raises questions in the eyes of healthcare professionals and patients as to the validity and 
relevancy of music therapy in end-of-life work.   
5.6 Strengths and Limitations 
 
 Several limitations tempered the conclusions of this study: sample size, sample 
representation, and data quality. The sample was on the lower end of sizes usually 
procured during grounded theory studies. This was partially by design, but was also a 
byproduct of an inclusion criteria that was potentially too narrow, such as eligibility that 
started three months after the care recipient’s death and ended at the conclusion of the 
12th month. It is possible that allowing bereaved caregivers to become eligible at earlier 
and later points in their bereavement process would not only open up the pool but also 
reach caregivers more willing to participate. 
 The composition of the sample was significantly skewed towards female non-
spousal caregivers younger than 65 caring for care recipients with progressive illnesses, 
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principally dementia. And while maximum variation sampling did allow for 
representation along each dimension, this skew unbalanced those efforts. There are any 
number of speculative reasons to explain the preponderance of this one typology. For 
starters, caregivers of care recipients with longer term illnesses may have had more 
opportunity to adjust to hospice care, or at least the idea of hospice care; by being better 
acclimated to the hospice culture, these caregivers may have been, by extension, better 
acclimated to music therapy and the type of care it provided. Similarly, this typology of 
caregiver may have been (a) more likely to be present for music therapy sessions, (b) 
more amenable to participating in the study, (c) more easily accessible to referral sources, 
or some combination of the three. Music therapy may have also seemed, to the caregiver, 
more appropriate for care recipients losing parts of themselves over time than for care 
recipients struggling with more acute emotionally based issues (e.g., sudden diagnosis of 
Stage IV cancer).   
 The study sample was also homogenous in that all but one caregiver presented 
with stable attachment to the care recipient during the pre-illness normalcy. This would 
explain why revisiting and actualizing that pre-illness identity (i.e., spouse, child or 
parent) would infuse new meaning and intentionality into the caregiving process. It is 
possible that, upon subsequent evolutions with new samples, the model will broaden the 
caregiver resource to a pre-illness identity that a stable attachment is founded upon.  
One outlier (initially mentioned in Section 4.4.1.1) indicates one such alternative 
possibility. This caregiver’s care recipient was estranged from the family until the care 
recipient’s dementia progressed to end stage. In the absence of the stable attachment lost 
during the estrangement, the caregiver discussed how she turned to her faith to provide 
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her strength and guidance. The resource, then, was facilitating access to a pre-illness 
identity, not of daughter, but of parishioner or worshiper. Here is where the caring stable 
relationship fostering resiliency was located. 
 The collection of retrospective data also limited the perspective of the pre-
bereavement period. The most glaring limitation was the scarce details about the music 
therapy process such as song sequencing; instrumentation; voice qualities; musical shifts 
in response to observed changes in therapeutic setting; and musical relating. While 
caregivers spoke eloquently to their experiences within music therapy and the effects they 
experienced themselves and observed in their loved ones, the mechanics of the actual 
musicking process remains a missing gap.  
This is, to my knowledge, the only music therapy model specific to hospice 
settings that is grounded in research data. Other models have been designed (i.e., Salmon, 
2001) from theoretical concepts rather than researched constructs, but theoretically 
designed models are built from the top-down, with the author assuming an expertise 
about a given phenomenon. Models constructed through grounded theory, in contrast, are 
built bottom-up from the data mined from individuals who have lived the phenomenon in 
question (Stern, 2010). This lends an evidence-based legitimacy to GT models that better 
prepares clinicians to work with clients affected by the phenomenon in question, and 
researchers to develop relevant research questions and appropriate methodologies.  
This is also, to my knowledge, the only hospice music therapy study that has 
situated music therapy as a core and integral treatment team service at the end of life. 
While other studies have surely touched upon the components of practice that make 
music therapy distinctive from other disciplines such as social work and chaplaincy 
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(Krout, 2003; Lindenfelser et al., 2008; Magill, 2009; West, 1994; Wlodarczyk, 2007), 
the explicit argument that music therapy should be considered something other than 
complementary or alternative is made here upon the foundations of caregivers 
unprompted reflections of the therapeutic process.  
5.7 Recommendations 
 
In light of the sample’s unintended skew, it is recommended that future 
researchers be mindful of what caregiver typologies may be under- or overrepresented in 
their inclusion criteria. It is possible that certain caregiver typologies may be more 
amenable than others to participating in research. If this is indeed the case, researchers 
need to explore why this may be the case and collaborate with referral sources to best 
practices for recruitment of these typologies. It is possible that certain disease trajectories 
are more challenging for caregivers to care through, and exploring them during or after 
the care recipients’ death may be less rewarding than caregivers in this study found it to 
be. By focusing on specific typologies, music therapists would be better positioned to 
understand the unique needs of each. At the same time, researchers should be aware that 
changes that more narrowly focus the inclusion criteria may exacerbate the difficulties 
this study had in recruiting participants. Future researchers would benefit from exploring 
the expansion of some criteria, such as how soon after the care recipient’s death a 
caregiver would be eligible, without sacrificing the validity of the study.  
Future studies should use these findings to develop rationale for development of 
studies that collect prospective data from currently pre-bereaved caregivers. Prospective 
data could include questionnaires, interviews, session recordings, and artistic artifacts. 
The inability of this study to obtain such prospective data underscored the difficulty of 
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designing a study able to collect such data in a manner agreeable to hospice 
organizations. This inability was due, in part, to an unclear rationale for why pre-
bereaved caregivers, who are already living with significant stress, should be asked to 
complete questionnaires and participate in interviews during such a difficult time. The 
findings from the retrospective data analyzed in this study can contribute to the 
development of such rationale. For instance, as noted in the limitations section, all except 
one caregiver presented with a stable attachment to the care recipient. How might this 
resiliency model evolve if shaped by multiple types of caregiver/care recipient 
attachments? Furthermore, given the fairly superficial descriptors of the music therapy 
process, how can a deeper understanding of this model take shape with more clarity about 
the therapeutic process, such as clinical decision-making and voice qualities? 
Mixed method methodologies are recommended for future studies, specifically 
methodologies that integrate grounded theory with quantitative designs that include 
control groups. One possibility is a matched control design that allows for the inclusion 
of caregivers declining to engage with music therapy; these declining caregivers are 
“negative cases” whose perspectives on pre-bereavement without the presence of music 
therapy can offer invaluable data in the continued evolution of this model. Negative cases 
will be an important component for developing this model further. Indirect models of 
resiliency are person-focused approaches that “compare people who have different 
profiles within or across time on sets of criteria” to determine resilience across a cross-
section of groups (Masten, 2001); as such, more representative samples of caregivers 
across gender, age, caregiver/care recipient relationship, care recipient diagnosis, 
192 
 
caregiver/care recipient attachment, and use or nonuse of music therapy will be 
important.  
In response to the model’s reliance on stable attachments and caregiver identity, 
potential quantitative data to be collected could include categorization(s) of 
caregiver/care recipient attachment, assessments on the nature of that attachment, and 
tools about how caregivers self-identify through the music therapy process. This data 
could potentially be enhanced with a grounded theory design using situational analysis 
similar to that used in this study. The coding of pre-bereavement perspectives from both 
inside and outside music therapy processes can deepen understanding as to what 
resources are being amplified and/or overlooked in the servicing of caregivers.  
To that end, it is recommended that situational analysis be utilized in future music 
therapy studies. It was an invaluable tool in the deconstruction and reconstruction of the 
complex raw data collected in the interviews. Situational analysis may be a further 
resource in studies collecting prospective data, as the maps could provide a graphical 
evolution of caregiver experiences in music therapy. Some additional uses of maps could 
be experimented with, including caregivers creating their own abstract/messy maps. For 
instance, after a music therapy sessions or during an interview, caregivers could free 
associate the words, ideas or images that come to mind when reflecting on the caregiving 
process and/or the music therapy process. This mapped caregiver perspective would 
provide a useful counterbalance to the researchers’ mapped perspective, while also 
providing arts-based data that could be potentially integrated into the findings. 
It is also recommended that researchers continue to develop a foundation of 
evidence and an accompany critical narrative situating music therapy as a core and 
193 
 
integral end-of-life service. To that end, future scholarship can only explore the unique 
contributions of music therapy within the multidisciplinary hospice treatment team, but 
also explicitly frame findings from the vantage point that music therapy is as necessary as 
social work, chaplaincy, and other treatment team services. This can help provide 
substantive rationale for additional hospices to begin music therapy programs, for funders 
to fund larger sample hospice music therapy studies, and to develop a nascent case for 
music therapy’s inclusion in Medicare’s Conditions of Participation for hospices.  
5.8 Conclusion 
 
The music therapy model for pre-bereaved caregiver resiliency development is an 
important contribution to the hospice music therapy literature that (a) contributes to the 
existing knowledge base about the pre-bereavement needs of caregivers, (b) provides 
clinicians a framework upon which to base their practice with pre-bereaved caregivers, 
(c) connects music therapy practice to the contemporary scholarly and clinical 
developments of resiliency development and resource-oriented practices, and (d) provides 
rationale for music therapy as a core and integral service in end-of-life care. While the 
sample size limits the significance of the study, the findings nevertheless present a 
possible avenue for developing theory, clarifying clinical process, and legitimizing music 
therapy practice within the healthcare ecosystem. 
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APPENDIX A: PARTICIPANT SCREENING FORM  
 
 
 
 
Participant Screening Form 
 
Name: ___________________________   Date: __________________ 
 
A. Inclusion Criteria (if answer is no to any of the inclusion items, person cannot 
participate in the study) 
 
 YES NO 
Present for the majority of the care recipient’s hospice 
music therapy sessions 
 
  
Passive or active caregiver engagement in sessions as 
determined by the music therapist 
 
  
One or more of the following demographic characteristics: 
 Spousal caregiver 
 non-spousal caregiver (e.g., child, parent, friend, 
etc.)  
 caregiver older than 65-years-old,  
 caregiver younger than 65-years-old  
 caregiver for more than 5 years 
 caregiver for less than 5 years 
 
  
Former clients of the music therapist 
 
  
Caregivers in bereavement between 3-12 months 
 
  
 
B. Exclusion criteria (if answer is yes to any exclusion items, person cannot 
participate in the study) 
 
 YES NO 
Current mental health diagnosis related to psychosis 
 
  
Mild developmental disabilities or cognitive limitations 
 
  
Significant hearing impairment 
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APPENDIX B: DEMOGRAPHIC FORM 
 
 
 
 
Demographic Form 
 
ID #: _________   Date: ________ 
 
1. Race: (please check ALL that apply) __Black/African American 
__White/Caucasian __Asian __ American Indian/Alaska Native  
__Native Hawaiian/Other Pacific Islander 
 
2. Please check one ethnicity: __Hispanic or Latino    __Not Hispanic or Latino 
 
3. Age: _____ 
 
4. What was your relationship with the care recipient? ___________________ 
 
a. If married, for how many years? ______________ 
 
5. How long were you the primary caregiver for the care recipient? ___________ 
 
6. When did he/she pass away? _______________ 
 
7. How long was he/she receiving hospice services (best guess)? ______________ 
 
8. How long was he/she receiving music therapy services (best guess)? _________ 
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APPENDIX C: REFLEXIVE INQUIRY 
 
 
 
 
I first engaged in a reflexive inquiry to address my own emergent emotional 
responses to the interviews and scholarly investments in the completion of the study. 
Many of the topics that this line of intrapersonal exploration elicited had been previously 
explored and elucidated in prior publications (e.g., Potvin, 2015) and my personal work, 
but it nevertheless remained important to once more take stock of those topics so as to 
best identify their intersection with the present study. Of note, I was confronted with 
taking stock of my own past caregiving experiences, and my professional motivations for 
completing this project. Some of the guiding questions through that reflexive exploration 
were: What do I recall as my own challenges as a caregiver? What needs did I have to 
help me feel supported through that time and best enable me to provide support for my 
mom? What takeaways did I have from that experience? How have those experiences 
informed my interest and investment in this study? What are the personal and 
professional intersections with my motivations for the completion of this study?   
To facilitate this inquiry, a research journal separate from the analytical memos 
was started. The journal consisted of written entries and artistic reflections. Written 
entries were not scheduled out but authored at various points when needed to process 
emergent emotional content; these times usually occurred shortly after interviews. 
Artistic reflections, consisting of recreated music and vocal improvisations, provided a 
container around that emergent content that helped me “sit” in the experience for a 
greater length of time. Recreated music was selected in response to the thoughts, ideas or 
emotions I had at the time. The chordal patterns and harmonies from those songs often 
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led to vocal improvisations over the top, providing continuity from the concrete format of 
the pre-composed music to the playful elicitations of the improvisation. 
The results of this reflexive inquiry drew me towards two realities that, while 
unsurprising in their presence, were nonetheless important for me to openly 
acknowledge. The first reality was that my only previous experience as a caregiver for 
somebody with a serious illness – my mother when I was 18-years-old and she was 
diagnosed with breast cancer – was not handled well at the time. At the time of her 
diagnosis, my sights were firmly set on initiating and moving through a year-long process 
of transitioning from my childhood home to college. In efforts to avoid the reality in front 
of me, I declined to shift my perspective even after her treatments began. A little over a 
year after she was declared cancer-free I was able to reflect and take stock of my choices 
at the time, and I have since recognized that as a pivotal moment in my interest in hospice 
work. Perhaps not surprisingly, I was quickly drawn to work with caregivers because of 
my own complex relationship with that role.  
The second reality was the important role that this project was to have on my 
career. Graduation from my degree program and obtaining status within the field of 
music therapy as a scholar are important stakes tied to the completion of this dissertation. 
While I have been committed to utilizing this research as a means to better enable music 
therapists to provide meaningful pre-bereavement experiences for caregivers, I 
nonetheless have a professional stake in not only the study’s completion but also its 
reception by the scholarly and clinical community.  
A full transparency about both of these moderating experiences helped avoid their 
presence outright distorting the analysis. I wanted to minimize the possibility that my 
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poor resolution with my caregiving experiences would become a projective lens through 
which I understood other caregivers’ experiences. Similarly, I wanted to minimize my 
professional desires as a motivating factor in analyzing the data, deriving a theory, and 
formulating conclusions. Those caregivers who participated are deserving of a full and 
authentic accounting of their experiences divorced from motivations for secondary gains 
on my end. By acknowledging the presence of both realities, I was better able to hold 
myself accountable when their influences on the analysis of the study became undue.  
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APPENDIX D: TRUSTWORTHINESS 
 
 
 
 
Two strategies to establish trustworthiness were employed at the midway point of 
the analysis during focused coding: independent coding and peer debriefing.  
The independent coder was a respected researcher in music therapy who had 
familiarity with this study as my dissertation chair but no direct interaction with the 
interview transcripts at the time. The coder randomly selected three interview transcripts 
and reviewed them using the existing code book at that time. She provided notes about 
the codes and general thoughts about the direction of the analysis. While there was 
general agreement about the existing code book, the coder provided multiple notes 
drawing attention to possible alterations in codes, overlaps between existing codes, and 
points of consideration as analysis continued. 
For peer debriefing, two music therapy colleagues with numerous years working 
in hospice settings were provided the same interview transcript to review and memo. 
Three weeks later we met as a group to review their notes and overall thoughts about 
what was being communicated by the caregiver regarding their pre-bereavement 
experiences and the role of music therapy. The peer debriefers focused on the caregiver 
perspective, providing additional insights into what was occurring for the caregiver as 
they   Afterwards I shared with them the present state and direction of my analysis so 
they could provide additional feedback.  
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